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Dear  Colleague  : 

The  Texas  Genetic  Network  is  pleased  to  present  a  revised  edition  of  the 
Directory  of  Genetic  Support  Groups.  This  edition  is  an  effort  to  provide  you 
with  the  most  current  and  accurate  information.  Some  of  the  agencies  included 
in  our  first  edition  are  not  included  in  this  revision.  New  agencies  have  been 
added.  We  hope  that  this  document  will  be  helpful  in  the  rapid  identification 
of  sources  of  information  and  assistance  regarding  specific  conditions  or 
disorders.  The  directory  has  been  developed  by  the  Education  Subcommittee  of 


TEXGENE. 


A  special  note  of  thanks  is  due  the  Genetics  Program  Coordinating  Office 
located  at  the  Texas  Department  of  Health.  The  automation  efforts  and  expertise 
of  Kathleen  Costello  and  Gladys  Valles  Sanchez,  Program  Statisticians,  have 
made  this  document  possible. 


Raymond  C.  Lewandowski ,  Jr.,  M.D. 

Diplomate,  American  Board  of  Medical  Genetics 
Chair 


TEXAS  DEPARTMENT  OF  HEALTH  .1100  Wes!  49th  Street  •  Austin,  Texas  78756-3199  •  (512)  458-7700 
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The  Texas  Genetics  Network  (TEXGENE)  is  one  of  ten  such  networks  in  the  United 
States  dedicated  to  regional  coordination  of  the  efforts  of  geneticists  and 
genetic  programs.  It  is  a  statewide  organization  of  individuals  and 
organizations  involved  in  providing  genetic  services  or  who  represent  people 
with  genetic  disorders  or  birth  defects.  A  coordinating  office  is  located 
within  the  Texas  Department  of  Health,  Bureau  of  Maternal  and  Child  Health, 
1100  West  49th  Street,  Austin,  Texas  78756-3199.  (512)  458-7700. 


This  publication  is  not  copyrighted.  Readers  are  free  to  duplicate  and  use 
all  or  part  of  the  information  contained  in  it.  In  accordance  with  accepted 
publishing  standards,  TEXGENE  requests  acknowledgment,  in  print,  of  any 
information  reproduced  in  another  publication.  Inclusion  of  an  organization 
in  this  resource  directory  does  not  imply  endorsement  by  TEXGENE. 


This  publication  was  supported  in  part  by  Project  #MCJ-481005-03  from  the 
Maternal  and  Child  Health  Program  (Title  V,  Social  Security  Act),  Health 
Resources  and  Services  Administration,  Department  of  Health  and  Human 
Services. 
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American  Porphyria  Foundation  . 7 

Port  Wine  Stain  or  Struge-Weber  Syndrome 

National  Congenital  Port  Wine  Stain  Foundation .  68 

Prader-Willi  Syndrome 

PWS  Texas  Association  . 79 

Prader-Willi  Syndrome  . 85 

Pregnancy  Loss 

S.H.A.R. E .  88 

Rare  Disorders 

National  Organization  for  Rare  Disorders,  Inc . f _  72 

Reflex  Sympathetic  Dystrophy 

Reflex  Sympathetic  Dystrophy  Syndrome  Association .  86 

Rehabilitative  Conditions 

Grayson  County  Rehabilitation  Center  for  Children  and  Adults . , 40 

Retardation 

Association  for  Retarded  Citizens  of  the  U.S .  12 

Association  for  Retarded  Citizens,  Austin  .  13 

Association  for  Retarded  Citizens,  Dallas  Dallas .  14 

Association  for  Retarded  Citizens,  Fort  Bend  County .  14 

Association  for  Retarded  Citizens,  Johnson  County .  15 

Association  for  Retarded  Citizens,  Unit  1688  .  16 

Association  for  Retarded  Citizens/Scurry  County  ARC/Scurry .  16 

Association  for  Retarded  Citizens/Texas  . 17 

Bi rdvi lie  Association  for  Retarded  Citizens/Northeast  Tarrant  County .  20 

Retinitis  Pigmentosa 

Retinitis  Pigmentosa  Foundation  Houston/Gulf  Coast  Affiliate . . . 87 

Retinitis  Pigmentosa/Usher  syndrome 

Texas  Association  of  Retinitis  Pigmentosa .  97 

Retinobl astoma 

New  England  Retinoblastoma  Support  Group  . . . r.  76 
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Rett  Syndrome 

International  Rett  Syndrome  Association,  Inc .  47 

Rubinstein  Taybi  Syndrome 

Rubinstein  Taybi  Syndrome  Parent  Group . .  88 

SLE/Discoid  Lupus 

Lupus  Foundation  of  America,  Inc.  Houston  Chapter .  52 

Scleroderma 

United  Scleroderma  Foundation,  Inc.  (USF) . 103 

Scoliosis 

National  Scoliosis  Foundation,  Inc .  73 

Scoliosis  Association,  Inc .  89 

Short  Stature 

Parents  of  Dwarfed  Children  .  81 

Sickle  Cell  Disease 

Sickle  Cell  Anemia  Association  of  Texas,  Inc .  91 

Sickle  Cell  Association  of  the  Texas  Gulf  Coast .  92 

Sjogren’s  Syndrome 

Sjogren’s  Syndrome  Foundation,  Inc .  92 

Sleep  Apnea 

American  Sleep  Apnea  Association  .  8 

Soto’s  Syndrome 

Soto  Syndrome  Support  Association  .  93 

Spasmodic  Torticollis 

National  Spasmodic  Torticollis  Association .  73 

Spina  Bifida 

Spina  Bifida  Association  of  America .  94 

Spina  Bifida  Association  of  Dallas  .  95 

Spina  Bifida  Association  of  Texas  of  San  Antonio .  95 

Texas  Spina  Bifida  Association  -  San  Antonio  Chapter .  99 

Sturge-Weber  Syndrome  &  Port  Wine  Stains 

Sturge-Weber  Foundation  .  96 

Tay-Sach,  Lysdsomal  Storage  (see  below) 

National  Tay-Sachs  and  Allied  Diseases  Association,  Inc .  74 

Tay-Sachs  and  allied  genetic  disorders 

National  Tay-Sachs  and  Allied  Diseases  Association,  North  Texas  Chapter..  75 
Thalassemia  (Alpha  &  Beta  Variants) 

Kapiol ani  Medical  Center  for  Women  and  Children  (Medical  Genetic  Services  48 
Thrombocytopenia  Absent  Radius 

Thrombocytopenia  Absent  Radius  Syndrome  Association . 100 

Tourette  Syndrome 

Tourette  Syndrome  Association,  Inc . 100 

Treacher  Collins  Syndrome 

Treacher  Collins  Foundation  . 101 

Trisomy  13  and  18 

Support  Organization  for  Trisomy  18,13  and  Other  Related  Disorders .  97 

Tuberous  Sclerosis 

National  Tuberous  Sclerosis  Association,  Inc .  75 
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Turner’s  Syndrome 

Turner’s  Syndrome  Society  . 101 

Turners  Syndrome  Society  -  North  TX  Chapter  . 102 

Visual 

American  Foundation  for  the  Blind  .  6 

National  Association  for  Visually  Handicapped .  63 

Vitiligo 

National  Vitiligo  Foundation,  Inc .  76 

William’s  Syndrome 

William’s  Syndrome  Association  . 103 

Wilson’s  Disease 

Foundation  for  the  Study  of  Wilson’s  Disease .  38 

Wilson’s  Disease  Association  . 104 
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************************************************************* 


ORGANIZATION  NAME:  5p-Society 


ADDRESS: 

11609  Oakmont 

Overland  Park,  KS  66210 

PHONE: 

(913)  469-8900 

CONTACT: 

Kent  W.  Nicholls 

DISORDER/TYPE: 

5p  Disorders 

SERVICES  OFFERED: 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 
Meetings/Conferences 

************************************************************* 
ORGANIZATION  NAME:  AboutFace 


ADDRESS: 

99  Crowns  Lane,  3rd  Floor 

Toronto,  Ontario,  Canada  M5R  3P4 

PHONE: 

(416)  944-FACE 
(416)  944-2488  FAX 

CONTACT: 


DISORDER/TYPE: 

Craniofaci al 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 
Professional  Publications 

Chapter  Organization 

Library 
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****************************************************************** 


ORGANIZATION  NAME:  Acoustic  Neuroma  Association 


ADDRESS: 

P.  0.  Box  12402 

Atlanta,  GA  30355 

PHONE: 

(404)  237-8023 

CONTACT: 

Sal  lye  Anderson 

DISORDER/TYPE: 

Acoustic  Neuroma 

SERVICES  OFFERED: 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

Library 

Schol arships 

************************************************************* 
ORGANIZATION  NAME:  Aicardi  Syndrome  Newsletter,  Inc. 


ADDRESS: 

5115  E.  Troy  Urbana  Road 

Casstown,  OH  45312-9711 

PHONE: 

(513)  339-6033 

CONTACT: 

Denise  M.  Raynor 

DISORDER/TYPE: 

Aicardi  Syndrome  (callosal  agenesis) 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Chapter  Organization 

Project  Amicus 

COMMENTS: 

Provides  support  and  information  to  families  who  have  affected  daughters.  Acts 
as  an  information  gathering  and  sharing  resource  for  professional  and  health 
care  personnel . 
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************************************************************* 
ORGANIZATION  NAME:  Alliance  of  Genetic  Support  Groups 


ADDRESS: 

1001  22nd  Street,  N.W. 

Suite  800 

Washington,  DC  20037 

PHONE: 

(800)  336-4363 
(202)  293-0497  FAX 

CONTACT: 

Joan  Weiss,  Coordinator 

DISORDER/TYPE: 

All 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsl etter/Bul letin 

Professional  Publications 

Chapter  Organization 

Meetings/Conferences 

Citizen  Advocacy 

Schol arships 

COMMENTS: 

Fosters  partnerships  among  consumers  and  professionals  in  order  to  represent 
the  needs  of  families  and  individuals  affected  by  genetic  conditions, 
activities  include  developing  and  disseminating  information  to  enhance  public 
and  professional  awareness;  working  to  improve  the  availability  and 
appropriateness  of  genetic  services;  making  resources  and  referrals  available 
encouraging  communication  among  support  groups;  and  enhancing  awareness  of 
cross-disability  similarities. 
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ORGANIZATION  NAME: 

Alzheimer’s  Association 

ADDRESS: 

919  N.  Michigan  Ave. 

Chicago,  IL  60611-1676 

V 

PHONE: 

(800)  272-3900 
(312)  335-8700 

CONTACT: 

Edward  Truschke 

DISORDER/TYPE: 

Alzheimer’s  Disease 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bul  letin 

Support  Group  (Patient/Parent) 

Chapter  Organization 

Meetings/Conferences 

Library 

Citizen  Advocacy 

Grants 

COMMENTS: 

A  coalition  of  lay  persons  working  to  contain  and  conquer  Alzheimer’s  disease 
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****************************** ******************************* 


ORGANIZATION  NAME: 

American  Celiac  Society/Dietary  Support 

Coal i tion 

ADDRESS: 

58  Musano  Court 

West  Orange,  NJ  07052 

PHONE: 

(201 )  325-8837 

CONTACT: 

Annette  Bentley 

DISORDER/TYPE: 

Cel iac 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

COMMENTS: 

Self  help  organization  dedicated  to  education,  research  &  medical  support 
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************************************************************* 


ORGANIZATION  NAME:  American  Foundation  for  the  Blind 


ADDRESS: 


15  West  16th  Street 
New  York,  NY  10011 


PHONE: 


(212)  620-2000 


CONTACT: 


Corinne  Kirchner,  Ph.D.,  Director 


DISORDER/TYPE:  Visual 


SERVICES  OFFERED:  Public  Awareness 


Newsletter/Bulletin 

Research 

Professional  Publications 

Meetings/Conferences 

Library 

Citizen  Advocacy 
Schol arships 


COMMENTS: 


The  American  Foundation  for  the  Blind  is  very  concerned  with  Public  Awareness, 
we  have  a  newsletter  ("Inside  AFB"),  we  conduct  social  research,  we  publish  the 
"Journal  of  Visual  Impairment  and  Blindness"  ( JV IB),  we  house  the  M.C.  Miguel 
Memorial  Library;the  repository  of  true  Helen  Keller  archives  and  also  the 
largest  non-medical  library  about  blindness.  We  were  very  involved  with 
citizen  advocacy  such  as  the  passageway  of  ADA  (Americans  with  Disabilities 
Act).  Scholarships  granted  in  some  categories. 
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************************************************************* 


ORGANIZATION  NAME:  American  Liver  Foundation 


ADDRESS: 

1425  Prompton  Avenue 

Cedar  Grove,  NJ  07009 

PHONE: 

(201)  256-2550 

CONTACT: 

Kathleen  A.  Lynn 

DISORDER/TYPE: 

Liver  Disorders 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 
Meetings/Conferences 

Schol arships 

Grants 

************************************************************* 


ORGANIZATION  NAME: 

American  Porphyria  Foundation 

ADDRESS: 

P.0.  Box  1075 

Santa  Rosa  Beach,  FL  32459 

PHONE: 

(904)  654-4754 

CONTACT: 

Desiree  Lyon 

DISORDER/TYPE: 

Porphyria,  Metabolic 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsl etter/Bul letin 

Support  Group  (Patient/Parent) 

Research 
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************************************************************* 
ORGANIZATION  NAME:  American  Sleep  Apnea  Association 


ADDRESS: 

2700  East  Main  Street 

Suite  206 

Columbus,  OH  43209 

PHONE: 

(614)  239-4200 

CONTACT: 

Lowell  H.  Lustig,  Executive  Director 

DISORDER/TYPE: 

Sleep  Apnea 

SERVICES  OFFERED: 

Education 

Pub! ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

Citizen  Advocacy 

Grants 

********************************★****★********•*•****•*****★★★★'*' 
ORGANIZATION  NAME:  American  Society  for  Deaf  Children 


ADDRESS: 

814  Thayer  Avenue 

Silver  Spring,  MD  20910 

PHONE: 

1— 800-942-ASDC 

CONTACT: 

Jeffrey  M.  Cohen,  President 

DISORDER/TYPE: 

Deafness 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Chapter  Organization 
Meetings/Conferences 

Citizen  Advocacy 
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************************************************************* 


ORGANIZATION  NAME: 

Any  Baby  Can,  Inc. 

ADDRESS: 

5410  Fredericksburg  Road 

P.0.  Box  29406 

San  Antonio,  TX  78229 

PHONE: 


CONTACT: 

Marian  Sokol ,  Ph.D. 

DISORDER/TYPE: 

High  Risk  Children 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Meetings/Conferences 

Library 

Citizen  Advocacy 

COMMENTS: 

Any  Baby  Can  is  a  family  support  center  for  families  of  young  children  who  are 
handicapped,  chronically  ill  and  high  risk.  Services  include  case  management, 
support  groups,  crisis  aid,  family  friends  in  homes  and  references  to  more  than 
300  South  Texas  agencies  and  organizations. 

****************************** ******************************* 


ORGANIZATION  NAME: 

Arlyn  S.  Gardner,  Executive  Director 

ADDRESS: 

317  East  34th  St. 

9th  Floor 

New  York,  NY  10016 

PHONE: 

(212)  263-6656 

1-800-422-FACE 

CONTACT: 


DISORDER/TYPE: 

Facial  Disfigurement 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 
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************************************************************* 


ORGANIZATION  NAME: 

Arthritis  Foundation/American 

Juvenile  Arthritis  Organization 

ADDRESS: 

1314  Spring  Street,  N.W. 

Atlanta,  GA  30309 

PHONE: 

f  .  V  '  * 

(404)  872-7100 

CONTACT: 

Patricia  Harrington 

DISORDER/TYPE: 

Arthritis 

SERVICES  OFFERED: 

Education 

Publ ic  Awareness 

Newsletter/Bul letin 
Meetings/Conferences 

School 

************************************************************* 


ORGANIZATION  NAME: 

Association  for  Children  with 

Down  Syndrome 

ADDRESS: 

2616  Martin  Avenue 

Bel lmore 

Long  Island,  NY  11710 

PHONE: 

(516)  221-4700 

CONTACT: 

Fredda  Stimell 

DISORDER/TYPE: 

Down  Syndrome 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Camping 

Meetings /Conferences 

School 

Library 

COMMENTS: 

We  function  as  an  educational  program  and  support  group. 
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************************************************************* 


ORGANIZATION  NAME:  Association  for  Glycogen  Storage 


Di sease 

ADDRESS: 

P.0.  Box  896 

Durant,  IA  52747 

PHONE: 

(319)  785-6038 

CONTACT: 

Hollie  L.  Swain,  President 

DISORDER/TYPE: 

Glycogen  Storage  Disease 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Patient  Handbook 

Meetings/Conferences 

Schol arships 

************************************************************* 
ORGANIZATION  NAME:  Association  for  Macular  Diseases,  Inc. 


ADDRESS: 

210  East  64th  Street 

New  York,  NY  10021 

PHONE: 

(212)  605-3719 

CONTACT: 

Janet  DeRosa 

DISORDER/TYPE: 

Macular  Diseases 

11 


************************************************************* 

ORGANIZATION  NAME:  Association  for  Retarded  Citizens  of  the  U.S. 


ADDRESS: 

500  East  Border  Street 

Suite  300 

Arlington,  TX  76010 

PHONE: 

(817)  261-6003 
(817)  277-3491  FAX 

CONTACT: 

Alan  Abeson,  Ed.D.,  Executive  Director 

DISORDER/TYPE: 

Retardation 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Meetings/Conferences 

Library 

Grants 

COMMENTS: 

There  is  a  charge  for  newsletters.  They  do  have  annual  conventions.  Library 
is  for  at  facility  use  only.  Contact  Ann  Balson  for  more  information. 
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★★★★★★★★★★★★A************************************************ 


ORGANIZATION  NAME:  Association  for  Retarded  Citizens,  Austin 


ADDRESS: 

2818  San  Gabriel 

Austin,  TX  78705-3598 

PHONE: 

(512)  476-7044 

CONTACT: 

Susan  Eason,  Executive  Director 

DISORDER/TYPE: 

Retardation 

SERVICES  OFFERED:  Referrals/Recommendations 


COMMENTS: 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Chapter  Organization 

Meetings/Conferences 

Library 

Citizen  Advocacy 

Project  Amicus 

Elaine  Viola  -  Pilot  Parent  Casemanager. 
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************************************************************* 
ORGANIZATION  NAME:  Association  for  Retarded  Citizens,  Dallas 


Dal  1  as 

ADDRESS: 

2114  Anson 

Dallas,  TX  75235 

PHONE: 

(214)  634-9810 

r  *  ' 

CONTACT: 

Emily  Danskin 

DISORDER/TYPE: 

Retardation 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

Library 

Citizen  Advocacy 

..."  *  * 

COMMENTS: 

Other  services:  Respite  care,  Transition  Services,  Continuing  Education  (for 
adults  who  are  retarded),  Parent  Support  Group,  Systems  Advocacy,  and  volunteer 
opportunities. 

************************************************************* 

ORGANIZATION  NAME:  Association  for  Retarded  Citizens,  Fort  Bend 


County 

ADDRESS: 

3660  Glen  Lakes  Lane 

Missouri  City,  TX  77459 

PHONE: 

(713)  499-2234 

CONTACT: 

Elizabeth  Briggs,  Administrative  Asst. 

DISORDER/TYPE: 

Retardation 

SERVICES  OFFERED: 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Citizen  Advocacy 

14 


************************************************************* 


ORGANIZATION  NAME: 

Association  for  Retarded  Citizens,  Johnson 

County 

ADDRESS: 

P.  0.  Box  194 

Cleburne,  TX  76033 

PHONE: 

(817)  645-4933 
(817)  645-3777 

CONTACT: 

Sue  Wallace,  President 

DISORDER/TYPE: 

Retardation 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsl etter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Professional  Publications 

Chapter  Organization 

Meetings/Conferences 

Citizen  Advocacy 

COMMENTS: 

Local  ARC  Sheltered  Workshop,  803  Rose  Street,  Cleburne,  TX  in  the  C.C.  Cooke 
Development  Center. 
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************************************************************* 


ORGANIZATION  NAME: 

Association  for  Retarded  Citizens,  Unit  1688 

ADDRESS: 

P.O.  Box  1484 

Alvin,  TX  77512 

PHONE: 

(713)  482-8308 

CONTACT: 

t 

Betty  Ketchum 

DISORDER/TYPE: 

Retardation 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Chapter  Organization 

Meetings/Conferences 

Citizen  Advocacy 

Schol arships 

COMMENTS: 

Primarily  serving  North  Brazoria  and  Galveston  Counties. 


ORGANIZATION  NAME: 

Association  for  Retarded  Citizens/Scurry 
County  ARC/Scurry 

ADDRESS: 

P.O.  Box  105 

Snyder,  TX  79549 

PHONE: 

(915)  573-6452 

CONTACT: 

Ernest  Shifflett 

DISORDER/TYPE: 

Retardation 

SERVICES  OFFERED: 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Chapter  Organization 

Meetings/Conferences 

COMMENTS: 

ARC/Scurry  County  sponsers  special  Olympics. 
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************************************************************* 


ORGANIZATION  NAME:  Association  for  Retarded  Citizens/Texas 


ADDRESS: 

833  Houston  Street 

Austin,  TX  78756 

PHONE: 

(512)  454-6694 

CONTACT: 

Mike  Bright,  Director,  Systems  Advocacy 

DISORDER/TYPE: 

Retardation 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Chapter  Organization 

Meetings/Conferences 

COMMENTS: 

State  and  national  level  systems  and  legislative  advocacy.  Supports 
self-advocacy.  Organization  of  citizens  with  mental  retardation.  Programmatic 
consulting. 

************************************************************* 

ORGANIZATION  NAME:  Association  of  America  Learning  Disabilities 


ADDRESS: 

(LDA) 

4156  Library  Road 

Pittsburgh,  PA  15234 

PHONE: 

(412)  341-1515 

CONTACT: 

Jean  Peterson 

DISORDER/TYPE: 

Learning  Disabilities 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Professional  Publications 

Chapter  Organization 

Meetings/Conferences 

Library 

COMMENTS: 

LDA  is  a  national  parent  and  professional  organization  devoted  to  serving 
children,  adults  and  their  parents  with  learning  disabilities.  There  are  700 
chapters  throughout  the  country. 
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************************ ************************************* 


ORGANIZATION  NAME:  Association  of  Neuro-Metabol ic 

Di sorders 


ADDRESS: 

5223  Brookfield  Lane 

Sylvania,  OH  43560 

PHONE: 

(419)  885-1497 

CONTACT: 

Cheryl  Volk 

DISORDER/TYPE: 

Neuro-Metabol ic  Disorders 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 
Meetings/Conferences 

************************************************************* 
ORGANIZATION  NAME:  Avenues-National  Support  Group  for 


Arthrogryposi s  Multiplex  Congenita 

ADDRESS: 

P.0.  Box  5192 

Sonora,  CA  95370 

PHONE: 

(209)  928-3688 

CONTACT: 

Mary  Anne  &  Jim  Schmidt 

DISORDER/TYPE: 

Arthrogryposis  Multiplex  Congenita 

SERVICES  OFFERED: 

Referral s/Recommendations 
Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Patient  Handbook 

Meetings/Conferences 

COMMENTS: 

Newsletter  published  twice  yearly. 
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************************************************************* 


ORGANIZATION  NAME: 

Beckwi th-Wiedemann  Support  Network 

ADDRESS: 

3206  Braeburn  Circle 

Ann  Arbor,  MI  48108 

PHONE: 

(313)  973-0263 

CONTACT: 

Susan  Fettes,  Director/President 

DISORDER/TVPE: 

Beckwith-Weidemann  Syndrome 

SERVICES  OFFERED: 

Referral s/Recommendations 
Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

************************************************************* 


ORGANIZATION  NAME: 

Benign  Essential  Blepharospasm 

Research  Foundation,  Inc.  (BEBRF) 

ADDRESS: 

P.O.  Box  12468 

Beaumont,  TX  77706 

PHONE: 

(409)  832-0788 

CONTACT: 

Mattie  Lou  Koster 

DISORDER/TYPE: 

Blepharospasm,  Benign  Essential 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Patient  Handbook 

School 

Citizen  Advocacy 

Project  Amicus 

Schol arshi ps 

Grants 
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************************************************************* 


ORGANIZATION  NAME:  Birdville  Association  for  Retarded 


ADDRESS: 

Citizens/Northeast  Tarrant  County 

P.0.  Box  14455 

Fort  Worth,  TX  76117 

PHONE: 

(817)  834-7700 

CONTACT: 

Mrs.  C.  E.  Snyder 

DISORDER/TYPE: 

Retardation 

SERVICES  OFFERED: 

Referral s/Recommendations 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Meetings/Conferences 

Library 

Citizen  Advocacy 

COMMENTS: 

Socials,  recreation,  art  and  cooking  classes  for  the  mentally  handicapped.  A 
self  advocacy  group. 

************************************************************* 

ORGANIZATION  NAME:  Brighton  School,  Inc. 


ADDRESS: 

271  East  Lullwood 

San  Antonio,  TX  78212 

PHONE: 

(512)  826-4492 

CONTACT: 

Vicki  Aguirre  Cox,  Executive  Director 

DISORDER/TYPE: 

Down  Syndrome 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Professional  Publications 

Meet i ngs /Conferences 

School 

Library 
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************************************************************* 


ORGANIZATION  NAME: 

CMT  (Charcot-Marie-Tooth) 

International,  Inc. 

ADDRESS: 

One  Springbank  Drive 

St.  Catharines  Ontario  L2S  2K1 

Ontario,  Canada  L2S  2K1 

PHONE: 

(416)  687-3630 

CONTACT: 

Linda  Crabtree,  Executive  Director 

DISORDER/TYPE: 

Charcot-Marie-Tooth 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

Library 

Citizen  Advocacy 

Schol arships 

COMMENTS: 

CMT  International  offers  a  telephone  inquiry  service  Monday  through  Thursday 
10:00  AM  to  4:00  PM. 
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************************************************************* 


ORGANIZATION  NAME: 

Candel ighters  Childhood  Cancer 

Foundation 

ADDRESS: 

1312  18th  Street,  N.W. 

Suite  200 

Washington,  DC  20036 

PHONE: 

(202)  659-5136 
(800)  366-2223 

CONTACT: 

Staff 

DISORDER/TYPE: 

Cancer 

SERVICES  OFFERED: 

Education 

Publ ic  Awareness 

Newsl etter/Bul 1 etin 

Support  Group  (Patient/Parent) 

Chapter  Organization 

Library 

Citizen  Advocacy 

Schol arships 

COMMENTS: 

An  international  network  of  a)  parents  of  children/adolescents  with  cancer  and 

b)  long-term  survivors.  Foundation  identifies  patient  and  family  needs  so 

that  medical  and  social  systems  can  respond  adequately;  eases  frustrations 

and  fears  through  sharing  of  feelings  and  experiences;  exchanges  information  on 

research,  treatment,  medical  institutions  and  community  resources; 

breaks  down  the  social  isolation  of  families;  provides  guidance  in  coping  with 

childhood  cancer’s  effect  on  the  child. 
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************************************************************* 


ORGANIZATION  NAME:  Celiac  Sprue  Association/ 


United  States  of  America,  Inc. 

ADDRESS: 

PO  Box  31700 

Omaha,  NE  68131-0700 

PHONE: 

(402)  558-0600 

CONTACT: 


DISORDER/TYPE: 

Celiac  Sprue 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Camping 

Meetings/Conferences 

Citizen  Advocacy 

***★*************★***★***********★*★***★**★*****★★■*•'********★★ 

ORGANIZATION  NAME:  Center  for  Craniofacial 

Reconstruction 


ADDRESS: 

Children’s  Medical  Center 

1935  Motor  Street 

Dallas,  TX  75235 

PHONE: 

(214)-920-2350 

CONTACT: 

Mary  Breen,  M.S. ,  R.N. 

DISORDER/TYPE: 

Craniofacial 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Camping 

Meetings /Conferences 
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************************************************************* 
ORGANIZATION  NAME:  Charcot-Marie-Tooth  Association 


ADDRESS: 

Crozer  Mills  Enterprise  Center 

600  Upland  Avenue 

Upland,  PA  19015 

PHONE: 

215-499-7486 

CONTACT: 

Karol  B.  Hitt,  President 

DISORDER/TYPE: 

Charcot-Marie-Tooth 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Professional  Publications 

Patient  Handbook 

Meetings/Conferences 

Citizen  Advocacy 

COMMENTS: 

The  Charcot-Marie-Tooth  Association  (CMTA)  is  a  non-profit  organization  which 
educates  and  supports  the  CMT  patient/family  community  and  the  clinical  and 
research  communities  who  serve  them.  The  CMTA  publishes  a  quarterly  newsletter, 
sponsors  regional  CMT  patient/family  Conferences,  has  a  VCR  tape  program  of  CMT 
medical  lectures,  sponsors  medical  symposia,  provides  professional  referrals, 
and  sponsors  support  groups. 
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************************** ***** ************ ****************** 


ORGANIZATION  NAME:  Children’s  PKU  Network 


ADDRESS: 

10525  Vista  Sorrento  Pky  #204 

San  Diego,  CA  92121 

PHONE: 

619-587-9421 

CONTACT: 

Katie  Andrews,  Executive  Director 

DISORDER/TYPE: 

PKU  and  other  amino  acid  metabolic  diseases 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Support  Group  (Patient/Parent) 

Professional  Publications 

Patient  Handbook 

Meetings/Conferences 

Citizen  Advocacy 

Schol arships 

COMMENTS: 

Additional  contact  person  is  Holly  Wolf,  President. 
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************************************************************* 


ORGANIZATION  NAME: 

Children’s  Transplant  Association  of  Texas 

ADDRESS: 

600  Park  10  Boulevard 

Suite  115  N 

San  Antonio,  TX  78213 

PHONE: 

(512)  736-1669 

CONTACT: 

Virginia  Rondero  ACSW,  Executive  Dir. 

DISORDER/TYPE: 

Organ  and  Tissue  Transplants 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Patient  Handbook 

Library 

Citizen  Advocacy 

Grants 

COMMENTS: 

Children’s  Transplant  Association  of  Texas  assists  families  of  children  who 
need  an  organ  or  tissue  transplant.  Services  include  counseling  and  consultation, 
information  and  referral,  advocacy  and  assistance  with  insurance  issue  and 
financial  assistance  with  transplant  related  expenses.  There  is  no  fee  for 
services. 


26 


************************************************************* 


ORGANIZATION  NAME: 

Cooley’s  Anemia  Foundation  Inc. 

ADDRESS: 

105  East  22nd  Street 

Suite  911 

New  York,  NY  10010 

PHONE: 

(212)  598-0911 

CONTACT: 

Teresa  G.  Piropato 

DISORDER/TYPE: 

Cooley’s  Anemia 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

Citizen  Advocacy 

Schol arships 

Grants 

************************************************************* 


ORGANIZATION  NAME: 

Council  on  Cardiovascular  Disease 
in  the  Young 

ADDRESS: 

American  Heart  Association 

National  Center 

7320  Greenfield  Avenue 

Dallas,  TX  75231 

PHONE: 

(214)  373-6300 

CONTACT: 

Kathryn  Taubert,  Ph.D. 

DISORDER/TYPE: 

Cardiovascul ar 

SERVICES  OFFERED: 

Clinical  Resources 

Education 

Pub! ic  Awareness 

Research 

Professional  Publications 

Patient  Handbook 
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★  ★★★★A*****************************’**********'**************** 


ORGANIZATION  NAME: 

Crohn’s  &  Colitis  Foundation  of  America,  Inc. 

(CCFA) 

ADDRESS: 

444  Park  Avenue 

New  York,  NY  10016-7374 

PHONE: 

(212)  685-3440 

CONTACT: 

James  Romano,  Ph.  D. 

DISORDER/TYPE: 

Ileitis,  Colitis 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

Grants 

★  *★**★**★***■*•*★****★  *•★***★★*'*★*★**★*★**'*'**★*★*,*  *************** 


ORGANIZATION  NAME: 

Cystic  Fibrosis  Foundation 

Lone  Star  Chapter 

ADDRESS: 

901  N.E.  Loop  410 

San  Antonio,  TX  78209 

PHONE: 

(512)  829-7267 
(512)  829-4024  FAX 

CONTACT: 

Dottie  Moore 

DISORDER/TYPE: 

Cystic  Fibrosis 

COMMENTS: 

The  Lone  Star  Chapter  of  the  Cystic  Fibrosis  Foundation  purpose  is  to  raise 
money  for  CF  research. 
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************************************************************* 


ORGANIZATION  NAME: 

Cystic  Fibrosis  Foundation 

North  East  Texas  Chapter 

ADDRESS: 

2929  Carlisle,  Suite  230 

Dallas,  TX  75204-1058 

PHONE: 

(214)  871-2222 
(214)  969-7439  FAX 

CONTACT: 

Nancy  W.  Connell,  Executive  Director 

DISORDER/TYPE: 

Cystic  Fibrosis 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Camping 

COMMENTS: 

Metro  phone  number  214/263-7299 
******************************  ***********************■*■■*■*■■*■**•** 

ORGANIZATION  NAME:  Cystic  Fibrosis  Foundation 


Stacey  Fitzsimmons, 

ADDRESS: 

6931  Arl ington  Road 

Bethesda,  MD  20814 

PHONE: 

(301)  951-4422 

CONTACT: 

Carolyn  Habbersett 

DISORDER/TYPE: 

Cystic  Fibrosis 

SERVICES  OFFERED: 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Research 

Chapter  Organization 

Meetings /Conferences 

Citizen  Advocacy 

Grants 

COMMENTS: 

The  CFF  is  dedicated  to  finding  the  cure  for  CF  and  improving  patient  care, 
do  not  fund  genetic  counseling  services  or  DNA  analysis  for  CF  patients. 
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************************************************************* 


ORGANIZATION  NAME:  Cystic  Fibrosis  Foundation 


Texas  Gulf  Coast  Chapter 

ADDRESS: 

3730  Kirby,  Suite  810 

Houston,  TX  77098 

PHONE: 

(713)  523-9044 
(713)  523-9684  FAX 

CONTACT: 

Karen  Ottoson 

DISORDER/TYPE: 

Cystic  Fibrosis 

************************************************************* 
ORGANIZATION  NAME:  DES  Action,  National 


ADDRESS: 

1615  Broadway,  #510 

Oakland,  CA  94612 

PHONE: 

(415)  465-4011 

CONTACT: 


DISORDER/TYPE: 

Breast, vaginal , cervical , testicular  cancer 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bul letin 

Support  Group  (Patient/Parent) 

Professional  Publications 

Chapter  Organization 

Meetings/Conferences 

Library 

Citizen  Advocacy 

COMMENTS: 

DES  Action  Groups  provide  information  to  mothers,  daughters,  and  sons  who  have 
been  exposed  to  DES  (diethyl sti 1 bestrol )  during  pregnancy  from  1941-1971.  All 
three  groups  are  at  increased  risk  for  the  development  of  cancer. 

Daughters  and  sons  are  also  at  increased  risk  for  complications  in  their 
reproductive  and  urinary  tract  systems.  The  national  office  can  provide 
information  on  where  to  find  local  chapters  nation-wide,  and  physician 
referral s . 
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************************************************************* 


ORGANIZATION  NAME:  Deaf-Blind  Multihandicapped 


Association  of  Texas 

ADDRESS: 

815  High  School  Drive 

Seagoville,  TX  75159 

PHONE: 

(214)  287-1904 

CONTACT: 

Patricia  J.  McCallum,  Executive  Director 

DISORDER/TYPE: 

Deaf-Bl ind 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Chapter  Organization 

Meetings/Conferences 

Citizen  Advocacy 

COMMENTS: 

DBMAT  is  a  statewide  parent/professional  organization  of  families  and 
professionals  who  serve  individuals  who  are  deaf-blind  multihandicapped,  deaf 
multihandicapped  and  blind  multihandicapped.  Members  of  DBMAT  are  involved 
with  other  public  and  private  groups.  Also  supports  Auditory,  Developmental 
Disabilities  Multi-handicapped,  Neurologic  and  Visual  disorders. 

************************************************************* 

ORGANIZATION  NAME:  Down  Syndrome  Association  of  Houston,  Inc. 


ADDRESS: 

P.0.  Box  35268 

Houston,  TX  77035 

PHONE: 

(713)  682-7237 

CONTACT: 

New  contact  each  year 

DISORDER/TYPE: 

Down  Syndrome 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsl et ter /Bui  1 etin 

Support  Group  (Patient/Parent) 

Patient  Handbook 

Meetings /Conferences 

Library 

Citizen  Advocacy 
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************************************************************* 
ORGANIZATION  NAME:  Down  Syndrome  Guild 


ADDRESS: 

P.  0.  Box  821174 

Dallas,  TX  75382-1174 

PHONE: 

(214)  239-8771 

CONTACT: 

Minnie  Blackwell 

DISORDER/TYPE: 

Down  Syndrome 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Professional  Publications 

Patient  Handbook 

Meetings/Conferences 

Library 

Citizen  Advocacy 

COMMENTS: 

Alternate  address:  4335  Rickover  Dallas,  Tx.  75244 
************************************************************* 

ORGANIZATION  NAME:  Down  Syndrome  Partnership  of  Tarrant  County 


ADDRESS: 

c/o  Association  for  Retarted  Citizen 
of  greater  Tarrant  County 

259  Bailey,  Suite  A 

Fort  Worth,  TX  76107 

PHONE: 

(817)  477-1219 

CONTACT: 

Kim  Marshall 

DISORDER/TYPE: 

Down  Syndrome 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Patient  Handbook 

Library 
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************************************************************ 


ORGANIZATION  NAME:  Dystonia  Medical  Research  Foundation 


ADDRESS: 

(DMRF) 

8383  Wilshire  Boulevard,  Suite  800 

Beverly  Hills,  CA  90210 

PHONE: 

(213)  852-1630 

CONTACT: 

Dana  Klosner 

DISORDER/TYPE: 

Dystonia 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Chapter  Organization 

Grants 

************************************************************* 
ORGANIZATION  NAME:  Easter  Seal  Society  of  the 


Rio  Grande  Valley 

ADDRESS: 

1217  Houston  Street 

P.O.  Box  489 

McAllen,  TX  78501 

PHONE: 

(512)  631-9171 

CONTACT: 

Pat  dela  Tejera,  R.N. 

DISORDER/TYPE: 

Di sabl ing  Conditions 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Patient  Handbook 

COMMENTS: 

This  is  an  outpatient  medical  rehabilitation  facility,  offering  physical, 
occupational,  speech  therapies  and  social  services. 
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************************************************************* 
ORGANIZATION  NAME:  Ehl ers-Danl os  National  Foundation 


ADDRESS: 

P.0.  Box  1212 

Southgate,  MI  48195 

PHONE: 

(313)  282-0180 

CONTACT: 

i 

Nancy  A.  Rogowski 

DISORDER/TYPE: 

Ehl ers-Danl os  Syndrome 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Benefits  (equipment/financial) 

Chapter  Organization 

Patient  Handbook 

Camping 

School 

Library 

Project  Amicus 

Scholarships 

Grants 

COMMENTS: 

The  Foundation  publishes  a  quarterly  newsletter,  offers  physician  referral 
assistance,  networking,  national  learning  conferences. 
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************************************************************* 


ORGANIZATION  NAME:  Epilepsy  Foundation  of  America 


ADDRESS: 

4351  Garden  City  Drive 

Landover,  MD  20785 

PHONE: 

1-800-332-1000  inf. 

1-800-332-4050  prof. 

CONTACT: 

Marie  Ormsby 

DISORDER/TYPE: 

Epilepsy/Seizure  Disorders 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Camping 

Meetings/Conferences 

Library 

Citizen  Advocacy 

Grants 

COMMENTS: 

Pamphlets,  books,  videos,  professional  education  materials;  membership, 
newsletter,  mail  order  pharmacy;  legal  and  legislative  advocacy,  sponsor 
research;  toll  free  information  and  referral;  National  Epilepsy  Library; 
employment  and  affiliate  services.  Texas  affiliates:  North  Central  Texas 
Epilepsy  Association,  Ft.  Worth  Epilepsy  Assn,  of  Houston/Gulf  Coast,  Houston 
al so:Epilepsy  Community  Services  Center,  San  Antonio. 
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************************************************************* 
ORGANIZATION  NAME:  FACES  -  The  National  Association  for  the 


Craniofacial ly  Handicapped 

ADDRESS: 

Box  11082 

Chattanooga,  TN  37401 

PHONE: 

(615)266-1632 

CONTACT: 

Priscilla  Caine 

DISORDER/TYPE: 

Craniofacial 

SERVICES  OFFERED: 

Education 

Public  Awareness 

Newsl etter/Bull et i n 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

COMMENTS: 

People  with  Craniofacial  deformities  may  apply  to  this  non-profit  organization 
for  financial  assistance  for  non-medical  costs.  Support  is  offered  on  the 
basis  of  financial  and  medical  need  for  such  expenses  as  travel,  lodging,  food, 
for  client  and  one  parent.  Contact  FACES  at  the  beginning  of  treatment,  before 
costs  accumulate. 
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************************************************************* 


ORGANIZATION  NAME:  Familial  Polyposis  Registry 


ADDRESS: 

Mount  Sinai  Hospital 

Suite  1157 

600  University  Avenue 

Toronto,  Ontario,  Canada  M5G  1X5 

PHONE: 

(416)  568-8334 

CONTACT: 

Theresa  Berk,  Clinical  Coordinator 

DISORDER/TYPE: 

Heriditary  polyposis 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Research 

Professional  Publications 

Patient  Handbook 

Library 

COMMENTS: 

Also  supports  hereditary  cancer,  chromosomal  and  gastrointestinal  disorders 
************************************************************* 


ORGANIZATION  NAME: 

Fanconi  Anemia  Family  Support  Group 

ADDRESS: 

66  Club  Rd.  Suite  390 

Eugene,  OR  97403 

PHONE: 

(503)  687-4658 

CONTACT: 

Lynn  Frohnmayer 

DISORDER/TYPE: 

Fanconi  Anemia 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsl etter/Bul let  in 

Support  Group  (Patient/Parent) 

Research 

Meetings/Conferences 

Schol arships 

Grants 
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************************************************************* 
ORGANIZATION  NAME:  Foundation  for  the  Study  of 


Wilson’s  Disease 

ADDRESS: 

5447  Pal i sade  Avenue 

Bronx,  NY  10471 

PHONE: 

(212)  430-2091 

CONTACT: 

I.  Herbert  Scheinberg,  M.D. 

DISORDER/TYPE: 

Wilson’s  Disease 

SERVICES  OFFERED:  Public  Awareness 

Patient  Flandbook 

************************************************** *********** 
ORGANIZATION  NAME:  Freeman-Sheldon  Parent  Support  Group 


ADDRESS: 

509  East  Northmont  Way 

Salt  Lake  City,  UT  84103 

PHONE: 

(801)  364-7060 

CONTACT: 

Joyce  Dol court 

DISORDER/TYPE: 

Freeman-She.ldon.  Syndrome 

SERVICES  OFFERED: 

Education 

Support  Group  (Patient/Parent) 

Research 

Library 

COMMENTS: 

Freeman-Sheldon  Syndrome  is  also  called  Whistling  Face  Syndrome  and 
Cranio-Carpo-Tarsal  Displasia.  The  support  group  is  a  non-profit  volunteer 
organization  that  provides  emotional  support  to  families  and  individuals 
affected  by  Freeman-Sheldon  Syndrome.  We  maintain  a  library  of  medical 
materials  on  Freeman-Sheldon  Syndrome  in  the  English  language.  These  materials 
are  available  to  families  and  medical  care  providers.  The  group  maintains 
contact  by  phone  and  letter.  There  is  no  charge  for  membership. 
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************************************************************* 


ORGANIZATION  NAME:  Friends  of  the  Handicapped 


ADDRESS: 

200  Riverside  Drive 

Brownwood,  TX  76801-1816 

PHONE: 

(915)  356-5348 

CONTACT: 


DISORDER/TYPE: 

Down  Syndrome 

SERVICES  OFFERED: 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Professional  Publications 

Meetings/Conferences 

COMMENTS: 

"Friends  of  the  Handicapped"  is  no  longer  an  active  parent  group.  However,  if 
I  may  be  of  assistance  to  new  parents  of  Down  Syndrome  babies,  I  would  be  most 
happy  to  have  my  name  listed  as  a  contact.  (H)  915-643-2937(W)  915-643-1827 

************************************************************* 


ORGANIZATION  NAME: 

G.I.  Polyposis  and  Hereditary  Colon 

Cancer  Registry 

ADDRESS: 

Center  for  Medical  Genetics 

Blalock  1012 

Johns  Hopkins  Hospital 

600  North  Wolfe  Street 

Baltimore,  MD  21205 

PHONE: 

(410)  955-3875 
(410)  955-0484  FAX 

CONTACT: 

Anne  Krush,  MD,  and  Susan  Booker 

DISORDER/TYPE: 

Polyposis,  Colon  Cancer 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsl etter/Bul 1 etin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Patient  Handbook 

Meetings /Conferences 
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************************************************************* 
ORGANIZATION  NAME:  Goldenhar  Syndrome 


ADDRESS: 

13962  Wake  Avenue 

Irvine,  CA  92718 

PHONE: 


CONTACT: 

DISORDER/TYPE: 

Craniofacial 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Newsletter/Bul 1 etin 

Support  Group  (Patient/Parent) 

Library 

COMMENTS: 

We  specialize  in  networking  families  with  families  and  there  educating  them 
through  videos,  clinical  studies,  case  reports,  &  personal  experience. 

*****************************  ************************  ******** 

ORGANIZATION  NAME:  Grayson  County  Rehabilitation  Center 


for  Children  and  Adults 

ADDRESS: 

1216  Hillcrest 

Sherman,  TX  75090 

PHONE: 

(214)  893-7457 

CONTACT: 


DISORDER/TYPE: 

Rehabilitative  Conditions 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

COMMENTS: 

United  Way  affil iate 
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************************************************************* 


ORGANIZATION  NAME:  Gulf  States  Hemophilia  Center 


ADDRESS: 

6410  Fannin  Street 

Suite  416  HPB 

Houston,  TX  77030 

PHONE: 

(713)  792-5321 
(713)  797-2999 

CONTACT: 

Trish  Wal ters-Sal as,  Nurse  Coordinator 

DISORDER/TYPE: 

Hemophilia 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Camping 

Meetings/Conferences 

COMMENTS: 

Also  supports  Hemophilia,  AIDS  treatment  and  risk  reduction. 
************************************************************* 

ORGANIZATION  NAME:  HHT  Foundation  International,  Inc. 


ADDRESS: 

Osl er-Weber-Rendu  Syndrome 

143  Devonshire  Court 

Elyria,  OH  44035 

PHONE: 


CONTACT: 

Frana  R.  McQuillin 

DISORDER/TYPE:  Osl er-Weber-Rendu  Syndrome 
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************************************************************* 


ORGANIZATION  NAME:  Hal  1 erman-Strei ff  Syndrome  Support  Group 


ADDRESS: 

1367  Beulah  Park 

Lexington,  KY  40517 

PHONE: 

(606)  273-6928 

CONTACT: 

i 

Mrs.  Faye  Ruffing 

DISORDER/TYPE: 

Hal  1 erman-Strei ff 

SERVICES  OFFERED: 

Support  Group  (Patient/Parent) 

************************************************************* 
ORGANIZATION  NAME:  Hemifacial  Microsomia  Family  Support 


Network  &  Goldenhar  Syndrome 

ADDRESS: 

6  Country  Lane  Way 

Philadelphia,  PA  19115 

PHONE: 

(215)  677-4787 

CONTACT: 

Cynthia  Fishman,  R.N. 

DISORDER/TYPE: 

Hemifacial  Microsomia 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 
Meetings/Conferences 

Grants 

COMMENTS: 

Mailing  list  of  other  members  avaible. 
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************************************************************* 


ORGANIZATION  NAME:  Hemochromatosis  Research 

Foundation,  Inc. 

ADDRESS:  P.O.  Box  8569 

Albany,  NY  12208 


PHONE:  (518)  489-0972 

CONTACT:  Margit  A.  Krikker,  M.D. 


DISORDER/TYPE:  Hemochromatosis 


SERVICES  OFFERED:  Referrals/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

School 

Library 

Citizen  Advocacy 
Grants 


COMMENTS: 

Texas  contact:  Billie  Musgrove,  6622  Good  Duck  Drive,  Corpus  Christi  78413, 
(512)  991-8616.  Also:  Joyce  Foss,  2914  So.  Collins,  #111,  Arlington,  76014 
(817)  275-2722.  Patient’s  benefits  include  assistance  with  treatment 
monitoring. 
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■A'****************************-*-*************'****************** 


ORGANIZATION  NAME: 

Human  Growth  Foundation  (HGF) 

ADDRESS: 

7777  Leesburg  Pike 

PO  Box  3090 

Falls  Church,  VA  22043 

PHONE: 

(703)  883-1773 
(800)  451-6434 

CONTACT : 

Deborah  S.  Swansburg,  Executive  Director 

DISORDER/TYPE: 

Dwarf i sm 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 
Professional  Publications 

Chapter  Organization 

Meetings /Conferences 

Grants 

***************************St************************** ******* 


ORGANIZATION  NAME: 

Huntington’s  Disease  Association  of 

Texas 

ADDRESS: 

810-B  Capitol  Court 

Austin,  TX  78756 

PHONE: 

(512)  454-7818 

CONTACT: 

Lorriane  Smart  or  Peggy  Maceo 

DISORDER/TYPE: 

Huntington’s  Disease 

SERVICES  OFFERED: 

Education 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 
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************************************************************* 


ORGANIZATION  NAME:  Huntington’s  Disease  Society  of 

America  -  Texas  Chapter 


ADDRESS: 

P.  0.  Box  211413 

Bedford,  TX  76095 

PHONE: 

(817)  354-0298 

CONTACT: 

Debra  K1 ine 

DISORDER/TYPE: 

Huntington’s  Disease 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

Citizen  Advocacy 

************************************************************* 
ORGANIZATION  NAME:  IgA  Nephropathy  Support  Network 


ADDRESS: 

c/o  Dale  Hellegers 

234  Summit  Avenue 

Jenkintown,  PA  19046 

PHONE: 

(212)  884-9038 

CONTACT: 


DISORDER/TYPE: 

IgA  Nephropathy 

SERVICES  OFFERED: 

Public  Awareness 

Support  Group  (Patient/Parent) 

Citizen  Advocacy 

COMMENTS: 

IGA  Nephropathy  is  not  thought  to  be  a  genetic  disorder.  However,  so  little  is 
known  about  it  that  the  possibility  of  some  genetic  linkage  cannot  be  ruled 
out. 
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************************************************************* 


ORGANIZATION  NAME: 

ADDRESS: 

PHONE: 

CONTACT: 
DISORDER/TYPE: 
SERVICES  OFFERED: 


International  Center  for  Fabry’s  Disease 
c/o  R.  J.  Desnick, 

Chief  of  the  Division  of  Medical 
&  Molecular  Genetics 
1  Gustage  Levy  Place 
New  York,  NY  10029-6574 


Fabry’s  Disease 

Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 
Patient  Handbook 
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************************************************************* 


ORGANIZATION  NAME:  International  Rett  Syndrome 


ADDRESS: 

Association,  Inc. 

8511  Rose  Marie  Drive 

Fort  Washington,  MD  20744 

PHONE: 

(301)  248-7031 

CONTACT: 

Kathy  Hunter 

DISORDER/TYPE: 

Rett  Syndrome 

SERVICES  OFFERED:  Referrals/Recommendations 


COMMENTS: 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Patient  Handbook 

Meetings/Conferences 

Grants 

The  International  Rett  Syndrome  Association  was  incorporated  in  January  1985 
as  a  nonprofit  organization.  The  aims  of  the  association  are  to  support  and 
encourage  efforts  to  determine  the  cause, treatment  and  cure  for  Rett  syndrome;  to 
increase  public  awareness  of  Rett  syndrome;  and  to  provide  information  and 
emotional  support  to  families  of  children  with  Rett  syndrome.  Membership  in 
the  Association  is  $20  individual,  $25  family, and  $30  International  (payable 
in  U.S.  currency  only). 


************************************************************* 


ORGANIZATION  NAME: 

Kapiolani  Medical  Center  for  Women 

and  Children  (Medical  Genetic  Services) 

ADDRESS: 

1319  Punahou  Street 

Honolulu,  HI  96826 

PHONE: 

(808)  956-6834 
(808)  973-8698 

CONTACT: 

Juliet  Yuen,  Genetic  Counselor/Admin. 

DISORDER/TYPE: 

Thalassemia  (Alpha  &  Beta  Variants) 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Patient  Handbook 

************************************************************* 


ORGANIZATION  NAME: 

Leukemia  Society  of  America,  Inc. 

ADDRESS: 

733  Third  Avenue 

New  York,  NY  10017 

PHONE: 

(212)  573-8484 

CONTACT: 

Mariana  Jordan 

DISORDER/TYPE: 

Leukemia,  Lymphoma,  Hodgkin’s  Disease 

************************************************************* 


ORGANIZATION  NAME: 

Life  Management  Center 

ADDRESS: 

1413  Montana 
'El  Paso,  TX  79902 

PHONE: 

(915)  544-8883 
(915)  593-5085 

CONTACT: 

Elinor  Zind 

DISORDER/TYPE: 

Children  Birth  through  two 
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************************************************************* 


ORGANIZATION  NAME: 

Little  People  of  America  - 
Houston  Chapter 

ADDRESS: 

6227  Hollow  Pines  Drive 
Houston,  TX  77049 

PHONE: 

(713)  458-6469 

CONTACT: 

David  Alvarado 

DISORDER/TYPE: 

Dwarf i sm 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 
Education 

Public  Awareness 
Newsletter/Bulletin 

Support  Group  (Patient/Parent) 
Research 

Professional  Publications 
Chapter  Organization 

Patient  Handbook 
Meetings/Conferences 

Citizen  Advocacy 

Schol arships 

Grants 
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************************************************************* 


ORGANIZATION  NAME:  Little  People  of  America,  Inc.  -  District  8 

(Texas  and  Louisiana) 

ADDRESS:  5124  Nadine  Drive 

Ft.  Worth,  TX  76117-2428 


PHONE: 

CONTACT: 


(817)  831-8607 
(817)  624-5259 

Marilyn  S.  Roberts,  President 


DISORDER/TYPE:  Dwarfism 

SERVICES  OFFERED:  Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

School 

Library 

Citizen  Advocacy 
Project  Amicus 
Scholarships 
Grants 


COMMENTS: 

Additional  local  chapters.  National  Chapter  Information:  Little  People  of 
America,  Inc.,  c/o  Jean  Elmendorf,  P.0.  Box  9897,  Washington,  D.C.  20016. 
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************************************************************* 


ORGANIZATION  NAME: 

Lowe’s  Syndrome  Association,  Inc 

ADDRESS: 

222  Lincoln  Street 

West  Lafayette,  IN  47906 

PHONE: 

(317)  743-3634 

CONTACT: 

Kaye  McSpadden,  Secretary 

DISORDER/TYPE: 

Lowe’s  Syndrome 

SERVICES  OFFERED: 

Referral s/Recommendati ons 
Education 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 
Meetings/Conferences 

Grants 
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************************************************************* 
ORGANIZATION  NAME:  Lupus  Foundation  of  America,  Inc. 


Houston  Chapter 

ADDRESS: 

3100  Timmons  Lane 

Suite  410 

Houston,  TX  77027 

PHONE: 

t 

(713)-623-8267 

CONTACT: 

Connie  Castro 

DISORDER/TYPE: 

SLE/Discoid  Lupus 

SERVICES  OFFERED:  Referrals/Recommendations 


COMMENTS: 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

Library 

Grants 

Support  groups  in:  N.W.  Houston  -  713-682-0358-Toby  Solomon;Baytown-713-422-9627 
M.T.  Thomas;  Austin-Ann  Montalvo-512-834-0207;  Belton-Pat  Grandy-817-939-2894; 
Brazosport-Linda  Vinas-409-297-4983;  Brazos  Valley-Clara  Dahl strom-409-693-0722 ; 
Conroe-Paul  Sumral 1-713-869-8148;  Corpus  Christi-Kathy  Wheeler-512-992-9215; 

Cy  Fair-Valerie  Cavenaugh-713-469-7753;  Ft.  Bend-Gayla  Cloud-  713-242-3123; 

Gal veston-Texas  City-Brenda  Walmsl ey-409-935-5040;Matagorda-Sal ly  Mol es-409-245-1292. 
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**************************************************** ********* 


ORGANIZATION  NAME:  Lupus  Foundation,  San  Antonio  Area 

ADDRESS:  4118  McCullough 

McCullough  Medical  Center 
Suite  19 

San  Antonio,  TX  78212 
PHONE:  (512)-824-1344 


CONTACT:  Hugo  A.  Bourdeau  (office  Manager) 

DISORDER/TYPE:  Lupus/Auto-immune  System 

SERVICES  OFFERED:  Referrals/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 
Chapter  Organization 
Meetings/Conferences 
Library 


COMMENTS: 

Support  groups  for  persons  with  Systemic  Lupus  Erythematosus  -  San  Antonio, 
contact  Pam  Johnson,  654-8009;  Cindy  Schauer,  732-5358;  Harlingen,  contact 
Rachel  Cardova,  421-9103  or  399-3882;  Laredo,  Donna  Ivy,  512-765-4003. 

************************************************************* 


ORGANIZATION  NAME:  Malignant  Hyperthermia  Association 

of  the  United  States  (MHAUS) 


ADDRESS: 

PHONE: 

CONTACT: 


P.O.  Box  191 

Westport,  CT  06881-0191 
(203)  655-3007 

Josephine  Nichols,  Administrator 


DISORDER/TYPE:  Malignant  Hyperthermia 

SERVICES  OFFERED:  Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Research 

Professional  Publications 

Meetings/Conferences 

Grants 
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**************************************** *********** ********** 
ORGANIZATION  NAME:  Maple  Syrup  Urine  Disease 


Family  Support  Group  (Nat’l) 

ADDRESS: 

7409  Moyer  Road 

Harrisburg,  PA  17112 

PHONE: 

(717)  469-7167 

CONTACT: 

Bonnie  Koons  -  Families 

DISORDER/TYPE: 

Maple  Syrup  Urine  Disease 

SERVICES  OFFERED: 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Patient  Handbook 

Meetings/Conferences 

COMMENTS: 

Small  family  support  group  with  families  listed  worldwide.  Informational 
brochures  available  upon  request.  Biennial  Symposium. 

************************************************************* 

ORGANIZATION  NAME:  March  of  Dimes  Birth  Defects 

Foundation 


ADDRESS: 

1275  Mamaroneck  Avenue 

White  Plains,  NY  10605 

PHONE: 

(914)  428-7100 
(914)  428-8203  FAX 

CONTACT: 

Natalie  Paul  and  A.  McGovern 

DISORDER/TYPE: 

Birth  Defects 

SERVICES  OFFERED:  Referrals/Recommendations 


COMMENTS: 

Education 

Public  Awareness 

Research 

Professional  Publications 

Chapter  Organization 

Meetings/Conferences 

Grants 

The  mission  of  the  March  of  Dimes  Birth  Defects  Foundation  is  to  prevent 
birth  defects  and  the  related  problems  of  low  birthweight  and  infant  death 
through  ongoing  programs  of  research,  health  services,  professional  and 
public  education  and  public  affairs. 
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************************************************************* 


ORGANIZATION  NAME: 

March  of  Dimes,  Red  River  Division 

ADDRESS: 

2007  Texoma  Parkway,  #187 

Sherman,  TX  75090 

PHONE: 

(903)  893-1352 

CONTACT: 

Tracy  Orrick 

DISORDER/TYPE: 

Birth  Defects 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 
Newsletter/Bulletin 

Support  Group  (Patient/Parent) 
Research 

Professional  Publications 

Chapter  Organization 
Meetings/Conferences 

School 

Library 

Citizen  Advocacy 

Schol arships 

Grants 

COMMENTS: 

Serving  Grayson,  Fannin,  Cooke,  Delta,  Lamar  Counties. 
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************************************************************* 


ORGANIZATION  NAME:  Muscular  Dystrophy  Association 


ADDRESS: 

Tyler  District  Office 

2111  Lindbergh  St. 

Tyler,  TX  75703 

PHONE: 

(903)  534-2984 

CONTACT: 


DISORDER/TYPE: 

Muscular  Dystrophy 

SERVICES  OFFERED: 

Clinical  Resources 

Referrals/Recommendations 

Education 

Publ ic  Awareness 
Newsletter/Bulletin 

Benefits  (equipment/financial) 
Support  Group  (Patient/Parent) 
Research 

Professional  Publications 
Chapter  Organization 

Patient  Handbook 

Camping 

Meetings/Conferences 
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************************************************************* 


ORGANIZATION  NAME: 
ADDRESS: 

PHONE: 

CONTACT: 
DISORDER/TYPE: 
SERVICES  OFFERED: 


Muscular  Dystrophy  Association  (MDA) 

National  Headquarters 
3561  East  Sunrise  Drive 
Tucson,  AZ  85718 

(602)  529-2000 
(602)  529-5300  FAX 

Patient  and  Community  Services  Dept. 

Muscular  Dystrophy,  Neuromuscular 

Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 
Chapter  Organization 
Patient  Handbook 
Camping 

Meetings/Conferences 


57 


************************** ********* ******** ****** ************ 


ORGANIZATION  NAME: 

ADDRESS: 

PHONE: 

CONTACT: 
DISORDER/TYPE: 
SERVICES  OFFERED: 


Muscular  Dystrophy  Association  - 
Austin  District  Office 

3701  Executive  Center  Drive 
Suite  111 

Austin,  TX  78731 

i 

(512)  345-3800 

Kay  Pickett,  Patient  Serv.  Coordinator 

Muscular  Dystrophy 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsl etter/Bull et i n 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 
Chapter  Organization 
Patient  Handbook 
Camping 

Meetings/Conferences 
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************************************************************* 


ORGANIZATION  NAME:  Muscular  Dystrophy  Association  - 


ADDRESS: 

Beaumont  Dist  Off.-SE  Tex.  Chapter 

3515  Fannin,  #104 

Beaumont,  TX  77701 

PHONE: 

(409)  838-4545 

CONTACT : 

Nancy  Fitzpatrick  -  District  Director 

DISORDER/TYPE: 

Muscular  Dystrophy 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Camping 

Meetings/Conferences 

COMMENTS : 

Jefferson,  Orange,  Hardin,  Jasper,  Newton,  Chambers,  Liberty,  Newton, Tyler, 
Houston,  Nacogdoches,  Sabine,  San  Augustine,  Polk,  Angelina,  Trinity,  and 
Shelby  counties  served. 


59 


************************************************************* 


ORGANIZATION  NAME: 

ADDRESS: 

PHONE: 

CONTACT: 
DISORDER/TYPE: 
SERVICES  OFFERED: 


Muscular  Dystrophy  Association  - 
Ft.  Worth  District  Office 

One  Summit  Avenue  Suite  803 
Ft.  Worth,  TX  76102 

(817)  338-1024 

Sandra  Arnesen-Patient  Serv.  Coordinator 

Muscular  Dystrophy 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 
Chapter  Organization 
Patient  Handbook 
Camping 

Meetings/Conferences 
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************************************************************* 


ORGANIZATION  NAME:  NOAH  National  Organization  for  Albinism 


ADDRESS: 

and  Hypopigmentation 

1500  Locust  Street 

Suite  1816 

Philadelphia,  PA  19102-4329 

PHONE: 

(215)  545-2322 
(800)  473-2310 

CONTACT: 

Janice  L.  Knuth,  A.C.S.W. 

DISORDER/TYPE: 

Albinism  and  Hypopigmentation 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Chapter  Organization 

Meetings/Conferences 

COMMENTS: 

Texas  contacts  Beth  Baxter-Wiggs,  P.O.  Box  15766,  Fort  Worth,  TX,  76119  (817) 
654-9002;  Holly  Mayer,  1521  Longacre,  Houston,  TX,  77055  (713)  984-8164. 

************************************************************* 


ORGANIZATION  NAME: 

National  Alliance  for  Mentally  Ill  Children  & 
Adolescents  Network  (NAMICAN) 

ADDRESS: 

2101  Wilson  Blvd. 

Suite  302 

Arlington,  VA  22201 

PHONE: 

(703)  524-7600 

CONTACT: 


DISORDER/TYPE: 

Brain  disorders/mental  illnesses 

SERVICES  OFFERED: 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

School 

Library 

Citizen  Advocacy 
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************************************************************* 
ORGANIZATION  NAME:  National  Alopecia  Areata  Foundation 


ADDRESS: 

710  C  Street 

Suite  11 

San  Rafael ,  CA  94901 

PHONE: 

(415)  456-4644 

CONTACT: 

Vicki  Kalabokes 

DISORDER/TYPE: 

Alopecia  Areata,  Craniofacial 

SERVICES  OFFERED: 

Publ ic  Awareness 

Newsl etter/Bul 1 et i n 

Support  Group  (Patient/Parent) 

Research 

Patient  Handbook 

Meetings/Conferences 

Citizen  Advocacy 

************************************************************* 


ORGANIZATION  NAME: 

National  Association  for 

Down  Syndrome 

ADDRESS: 

P.0.  Box  4542 

Oak  Brook,  IL  60068 

PHONE: 

(312)  325-9112 

CONTACT: 

Sheila  Hebein 

DISORDER/TYPE: 

Down  Syndrome 

SERVICES  OFFERED: 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patierit/Parent) 
Meetings/Conferences 

COMMENTS: 

Serving  Chicago  Metropolitan  area. 
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************************************************************* 


ORGANIZATION  NAME: 

National  Association  for  Visually 

Handicapped 

ADDRESS: 

22  West  21st  Street,  '6th  Floor 

New  York,  NY  10010 

PHONE: 

(212)  889-3141 

CONTACT: 

Lorraine  H.  Marchi 

DISORDER/TYPE: 

Visual 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Public  Awareness 

Newsletter/Bulletin 

Professional  Publications 

Patient  Handbook 

Library 

Citizen  Advocacy 

********************** ********* *********************** ******* 


ORGANIZATION  NAME: 

National  Ataxia  Foundation 

ADDRESS: 

750  Twelve  Oaks  Center 

15500  Wayzata  Boulevard 

Wayzata,  MN  55391 

PHONE: 

(612)  473-7666 

FAX  (612)  473-9289 

CONTACT : 

Donna  Gruetzmacher 

DISORDER/TYPE: 

Ataxia 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Chapter  Organization 

Meetings /Conferences 

Grants 

COMMENTS: 

An  organization  concerned  primarily  with  the  hereditary  ataxias  offering 
services,  education  and  research  programs. 
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************************************************************* 


ORGANIZATION  NAME: 

National  Brain  Tumor  Foundation 

ADDRESS: 

323  Geary  St. 

Suite  510 

San  Francisco,  CA  94102 

PHONE: 

(415)  296-0404 

CONTACT: 


DISORDER/TYPE: 

Brain  Tumor 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Patient  Handbook 

Camping 

************************************************************* 


ORGANIZATION  NAME: 

National  Cancer  Care  Foundation 

ADDRESS: 

1180  Avenues  of  the  Americas 

New  York,  NY  10036 

PHONE: 

(212)  221-3300 

CONTACT: 

Diane  Blum 

DISORDER/TYPE: 

Cancer 
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****************************** ************ ******************* 


ORGANIZATION  NAME: 

National  Cancer  Institute 
Cancer  Information  Service 

ADDRESS: 

National  Institutes  of  Health 
Patient  Education  Program 
Office  of  Cancer  Communication 
Bethesda,  MD  20892 

PHONE: 

(800)  4-CANCER 
(800)  422-6237 

CONTACT: 

Kate  Duffy 

DISORDER/TYPE: 

Cancer 

SERVICES  OFFERED: 

Referral s/Recommendations 
Education 

Public  Awareness 

Support  Group  (Patient/Parent) 
Research 

Library 

Citizen  Advocacy 
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************************************************************* 


ORGANIZATION  NAME:  National  Center  for  Youth  with  Disabilities 

(NCYD) 


ADDRESS: 


PHONE: 

CONTACT: 

DISORDER/TYPE: 


University  of  Minnesota 
Harvard  Street  at  East  River  Road 
Box  721  -  UMHC 

Minneapolis,  MN  55455-9940 

(800)  333-6293 
(612)  626-2825 

Elizabeth  Latis,  MSW 

Chronic  Illnesses 


SERVICES  OFFERED:  Education 

Public  Awareness 

Newsletter/Bulletin 

Research 

Professional  Publications 

Meetings/Conferences 

Library 

Citizen  Advocacy 


COMMENTS: 

NCYD  is  a  project  of  the  Society  for  Adolescent  Medicine  and  the  Adolescent 
Health  Program  at  the  University  of  Minnesota.  Established  in  1985  NCYD  is  an 
information  and  resource  center  focusing  on  adolescents  with  chronic  illness 
and  disabilities  and  the  issues  that  surround  their  transition  to  adult  life. 
The  center  maintains  a  Resource  Library  with  information  from  national  and 
international  sources.  NCYD  produces  a  variety  of  publications  for 
professionals  and  agencies  families  and  youth. 
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************************************************************* 


ORGANIZATION  NAME: 

National  Clearinghouse  on  Family  Support  and 
Children’s  Mental  Health 

ADDRESS: 

Portland  State  University 

P.O.  Box  751 

Portland,  OR  97207-0751 

PHONE: 

(800)  628-1696 

CONTACT: 


DISORDER/TYPE: 

Emotional,  mental  or  behavioral  disorder 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Support  Group  (Patient/Parent) 

Professional  Publications 

************************************************************* 


ORGANIZATION  NAME: 

National  Coalition  for  Cancer  Survivorship 

ADDRESS: 

1010  Wayne  Avenue,  5th  floor 

Silver  Spring,,  MD  20910 

PHONE: 

(301)  585-2616 

CONTACT: 

Louise  Ott,  Executive  Director 

DISORDER/TYPE: 

Cancer 

SERVICES  OFFERED: 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Patient  Handbook 

Meetings/Conferences 

Citizen  Advocacy 
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************************************************************* 
ORGANIZATION  NAME:  National  Congenital  Port  Wine 


ADDRESS: 

Stain  Foundation 

125  East  63rd  Street 

New  York,  NY  10021 

PHONE: 

(212)  755-3820 

CONTACT: 

Janet  O’Kane  or  Alyse  Middendorf 

DISORDER/TYPE: 

Port  Wine  Stain  or  Struge-Weber  Syndrome 

SERVICES  OFFERED: 

Referrals/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Chapter  Organization 

************************************************************* 


ORGANIZATION  NAME: 

National  Down  Syndrome  Congress 

ADDRESS: 

1800  Dempster  Street 

Park  Ridge,  IL  60068-1146 

PHONE: 

(708)  823-7750 
(800)  232-NDSC 

CONTACT: 

Diane  Barounis,  Dir.  of  Cent.  Operations 

DISORDER/TYPE: 

Down  Syndrome 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Meetings/Conferences 

Citizen  Advocacy 

COMMENTS: 

A  clearinghouse  for  all  facets  of  Down  Syndrome.  A  national  parent/ 
professional  organization. 
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************************************************************* 


ORGANIZATION  NAME: 

National  Down  Syndrome  Society 

ADDRESS: 

666  Broadway 

New  York,  NY  10012 

PHONE: 

(800)  221-4602 
(212)  460-9330 

CONTACT: 

Donna  M.  Rosenthal 

DISORDER/TYPE: 

Down  Syndrome 

SERVICES  OFFERED: 

Referral s/Recommendations 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 
Meetings/Conferences 

Grants 

************************************************************* 
ORGANIZATION  NAME:  National  Easter  Seal  Society 


ADDRESS: 

70  East  Lake  Street 

Chicago,  IL  60601 

PHONE: 

(312)  726-6200 
(8000  221-6827 

CONTACT: 


DISORDER/TYPE: 

Easter  Seal  Organization 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Camping 

Meetings/Conferences 

Citizen  Advocacy 

Project  Amicus 

Scholarships 

Grants 
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************************************************************* 


ORGANIZATION  NAME:  National  Foundation  for  Ectodermal 


Dysplasias  (NFED) 

ADDRESS: 

219  East  Main  Street 

Box  114 

Mascoutah,  IL  62258 

i 

PHONE: 

(618)  566-2020 

CONTACT: 

Mary  Raye  Richter,  Executive  Director 

DISORDER/TYPE: 

Ectodermal  Dysplasias 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Patient  Handbook 

Meetings/Conferences 

Citizen  Advocacy 

Grants 

COMMENTS: 

Provides  support  for  all  E.D.  Syndromes  including  Clouston’s,  Rapp  Hodgkins, 
E.E.C.,  Hay-Wells  and  150  others. 
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************************************************************* 


ORGANIZATION  NAME:  National  Fragile  X  Foundation 


ADDRESS: 

1441  York  Street,  Suite  215 

Denver,  CO  80206 

PHONE: 

(303)  333-6155 
(800)  688-8765 

CONTACT: 

Sabrina  J.  Smart,  Executive  Director 

DISORDER/TYPE: 

Fragile  X 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Patient  Handbook 

Meetings/Conferences 

COMMENTS: 

We  promote  education,  diagnosis,  treatment  and  intervention  programs  for 
Fragile 

X  Syndrome.  We  have  42  affiliate  resource  centers  in  U.S.  &  Canada.  Information 
packets  are  available  for  families  &  professionals,  please  call  to  request. 

************************************************************* 


ORGANIZATION  NAME: 

National  Hydrocephalus  Foundation 

ADDRESS: 

400  North  Michigan  Avenue 

Suite  1102 

Chicago,  IL  60611-4102 

PHONE: 

(815)  467-6548 

CONTACT: 

James  A.  Mazzetti 

DISORDER/TYPE: 

Hydrocephalus 

SERVICES  OFFERED: 

Education 

Newsletter/Bulletin 
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************************************************************* 
ORGANIZATION  NAME:  National  Mucopolysaccharidoses 


Society,  Inc. 

ADDRESS: 

17  Kramer  Street 

Hicksvil le,  NY  11801 

PHONE: 

(516)  931-6338 

CONTACT: 

Marie  Capobianco 

DISORDER/TYPE: 

Mucopolysaccharidoses 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Meetings/Conferences 

Grants 

COMMENTS: 

Booklets  available  on  the  six  (6)  different  MPS  disorders. 
************************************************************* 

ORGANIZATION  NAME:  National  Organization  for  Rare 


Disorders,  Inc. 

ADDRESS: 

P.0.  Box  8923 

New  Fairfield,  CT  06812 

PHONE: 

(203)  746-6518 

CONTACT: 

Abbey  S.  Meyers 

DISORDER/TYPE: 

Rare  Disorders 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Meetings/Conferences 

Citizen  Advocacy 

Grants 

COMMENTS: 

NORD  is  a  clearinghouse  for  information  on  over  5,000  rare  disorders 
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************************************************************* 


ORGANIZATION  NAME: 

:  National  Scoliosis  Foundation,  Inc. 

ADDRESS: 

72  Mt.  Auburn  Street 

Watertown,  MA  02172 

PHONE: 

(617)  926-0397 
(617)  926-0398 

CONTACT: 

Kit  Wassells 

DISORDER/TYPE: 

Scoliosis 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Publ ic  Awareness 

Newsletter/Bul let in 

Support  Group  (Patient/Parent) 

Professional  Publications 

Chapter  Organization 

COMMENTS: 

The  National  Scoliosis  Foundation  is  a  non-profit  organization  focussing  on 
educating  the  public,  promoting  school  screening,  and  maintaining  a  resource 
center  or  information. 

************************************************************* 

ORGANIZATION  NAME:  National  Spasmodic  Torticollis 


Association 

ADDRESS: 

P.0.  Box  476 

Ella  Grove,  WISC  53122-0476 

PHONE: 

1-800-HURTFUL 

CONTACT: 

Howard  Thiel 

DISORDER/TYPE: 

Spasmodic  Torticollis 

************************************************************* 
ORGANIZATION  NAME:  National  Support  Group  for 


ADDRESS: 

Dermatomyositis  &  Polymyositis 

1119  Spring  Garden  Lane 

Bethleham,  PA  18017 

PHONE: 


CONTACT: 

DISORDER/TYPE: 

Dermatomyositis  &  Polymyositis 
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**************************** ********************* ************ 


ORGANIZATION  NAME: 

ADDRESS: 

PHONE: 

CONTACT: 
DISORDER/TYPE: 
SERVICES  OFFERED: 


National  Tay-Sachs  and  Allied 
Diseases  Association,  Inc. 

2001  Beacon  Street 
Suite  304 

Brookline,  MA  02146 

i 

(617)  277-4463 
(617)  277-0134  FAX 

Debra  Gutter,  Executive  Director 

Tay-Sach,  Lysdsomal  Storage  (see  below) 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Camping 

School 

Library 

Schol arships 

Grants 


74 


************************************************************* 


ORGANIZATION  NAME: 

National  Tay-Sachs  and  Allied  Diseases 
Association,  North  Texas  Chapter 

ADDRESS: 

National  Tay-Sachs  &  Allied  Diseases 
P.O.  Box  2254 

Richardson,  TX  75080 

PHONE: 

(214)  369-3313 
(214)  238-2708 

CONTACT: 

Ilene  Brill 

DISORDER/TYPE: 

Tay-Sachs  and  allied  genetic  disorders 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Support  Group  (Patient/Parent) 

Research 

Chapter  Organization 
Meetings/Conferences 

COMMENTS: 

Also  conducts  screening  for  Tay-Sachs  carrier  status. 

Ik***:***************************************************:****** 


ORGANIZATION  NAME: 

National  Tuberous  Sclerosis 
Association,  Inc. 

ADDRESS: 

8000  Corporate  Drive 

Suite  120 

Landover,  MD  20785 

PHONE: 

(800)  CAL-NTSA 
(301)  459-9888 

CONTACT: 

Vicky  Whittemore,  Ph.D. 

DISORDER/TYPE: 

Tuberous  Sclerosis 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Meetings /Conferences 

Citizen  Advocacy 
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************************************************************* 


ORGANIZATION  NAME: 

National  Vitiligo  Foundation,  Inc. 

ADDRESS: 

Team  Bank 

P.O.  Box  6337 

Tyler,  TX  75711 

PHONE: 

(903)  534-2925 

CONTACT: 

Allen  C.  Locklin  -  President 

DISORDER/TYPE: 

Vitiligo 

SERVICES  OFFERED: 

Referral s/Recommendations 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Grants 

**********************************************  *********  ****** 


ORGANIZATION  NAME: 

New  England  Retinoblastoma  Support  Group 

ADDRESS: 

603  Fourth  Range  Road 

Pembroke,  NH  03275 

£ 

PHONE: 

(603)  224-4085 

CONTACT: 


DISORDER/TYPE: 

Retinoblastoma 

SERVICES  OFFERED: 

Referral s/Recommendations 

Public  Awareness 

Support  Group  (Patient/Parent) 
Meetings/Conferences 
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************************************************************* 


ORGANIZATION  NAME: 

North  Central  Texas  Epilepsy 

Association 

ADDRESS: 

617  Seventh  Avenue 

Fort  Worth,  TX  76104 

PHONE: 

(817)-336-8693 

CONTACT: 

Francy  Kragle 

DISORDER/TYPE: 

Epilepsy/Seizure  Disorders 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Professional  Publications 

Chapter  Organization 

Camping 

Meetings/Conferences 

Citizen  Advocacy 

COMMENTS: 

A  $15  annual  membership  fee  is  requested,  but  not  necessary. 
************************************************************* 

ORGANIZATION  NAME:  Organic  Acidemia  Association,  Inc. 


ADDRESS: 

522  Lander  Street 

Reno,  NV  89509 

PHONE: 

(702)  322-5542 

CONTACT: 

Elizabeth  Webb  Beyer  RN  MS  JD  Ex  Dir 

DISORDER/TYPE: 

Acidemi a 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

COMMENTS: 

OAA  is  a  non-profit  charitable  organization  designated  to  enhance  communication 
between  parents  and  professionals  in  organic  acidemias.  To  that  end,  a 
newsletter  is  published  three  times  per  year. 
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************************************************************* 


ORGANIZATION  NAME:  Orofacial  Outreach 


ADDRESS: 

13962  Wake  Avenue 

Irvine,  CA  92718 

PHONE: 


CONTACT : 

DISORDER/TYPE: 

Craniofacial 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Library 

COMMENTS: 

We  specialize  in  networking  families  together  from  all  over  the  world.  We  then 
offer  resources  from  our  Library  to  educate  them  on  the  syndrome  &  procedures 
involved  through  video,  case  reports,  clinical  studies,  &  personal  experience. 

************************************************************* 


ORGANIZATION  NAME: 

Orton  Dyslexia  Society 

ADDRESS: 

724  York  Road 

Baltimore,  MD  21204 

PHONE: 

(410)  296-0232 

1-800-ABCD-123 

CONTACT: 


DISORDER/TYPE: 

Dyslexia  and  other  related  disabilities 

SERVICES  OFFERED: 

Referral s/Recommendations 

Public  Awareness 

Newsletter/Bul  letin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Meetings/Conferences 

Library 

COMMENTS: 

The  Orton  Dyslexia  Society  is  an  international  nonprofit  organization  which  is 
a  clearing  house  of  information  and  is  committed  to  the  advancement  of  the 
study  and  treatment  of  dyslexia. 
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************************************************************* 


ORGANIZATION  NAME: 

PKU  Newsletter  -  Child  Development 
Division 

ADDRESS: 

University  of  Texas  Medical  Branch 
Galveston,  TX  77550 

PHONE: 

(713)  772-2356 

CONTACT: 

Lois  Castiglioni,  M.S. ,R.D. ,Nutri tioni st 

DISORDER/TYPE: 

Phenylketonuria  (PKU) 

SERVICES  OFFERED: 

Newsletter/Bulletin 

COMMENTS: 

Co-editor  Shay  Robertson,  R.D. 

************************************************************* 


ORGANIZATION  NAME: 

PWS  Texas  Association 

ADDRESS: 

153  Creek  Courts  Drive 

Roanoke,  TX  76262 

PHONE: 


CONTACT: 

Lee  Forthman,  President 

DISORDER/TYPE: 

Prader-Willi  Syndrome 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Support  Group  (Patient/Parent) 

Chapter  Organization 

Meetings/Conferences 
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************************************************************* 


ORGANIZATION  NAME: 

Paget’s  Disease  Foundation,  Inc. 

ADDRESS: 

165  Cadman  Plaza  East 

Brooklyn,  NY  11201 

PHONE: 

(718)  596-1043 

CONTACT: 

Charlene  Waldman 

DISORDER/TYPE: 

Paget’s  Disease 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bul letin 

Research 

Professional  Publications 

Patient  Handbook 

Meetings/Conferences 

Grants 

************************************************************* 
ORGANIZATION  NAME:  Pall i ster-Ki 1 1 i an  Family  Support  Group 


ADDRESS: 

4255  5th  Avenue  S.W. 

Naples,  FL  33999 

PHONE: 

813-455-0400 

CONTACT: 

Marianne  Haven,  Coordinator 

DISORDER/TYPE: 

Pal  1 i ster-Ki Ilian 

COMMENTS: 

Currently  forming  family  support  group. 
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************************************************************* 


ORGANIZATION  NAME:  Parents  of  Dwarfed  Children 


ADDRESS: 

11524  Colt  Terrace 

Silver  Spring,  MD  20902 

PHONE: 

(301)  649-3275 

CONTACT: 

Margaret  Badner 

DISORDER/TYPE: 

Short  Stature 

SERVICES  OFFERED: 

Support  Group  (Patient/Parent) 

COMMENTS: 

The  Parents  of  Dwarfed  Children  is  a  non-profit  corporation  in  which  parents  of 
short  statured  children  help  parents  who  have  recently  learned  that  their  child 
has  a  form  of  dwarfism. 

************************************************************* 

ORGANIZATION  NAME:  Parents  of  Galactosemic  Children 


ADDRESS: 

20981  Solano  Way 

Boca  Raton,  FL  33433 

PHONE: 

(407)  852-0266 

CONTACT: 


DISORDER/TYPE: 

Gal actosemia 

SERVICES  OFFERED: 

Newsletter/Bulletin 

Research 

Meetings/Conferences 
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************************************************************* 
ORGANIZATION  NAME:  Parkinson’s  Educational  Program 


USA 

ADDRESS: 

3900  Birch  Street  #105 

Newport  Beach,  CA  92660 

PHONE: 

(800)  344-7872 
(714)  250-3975 

CONTACT: 

Charlotte  Jayne  Drake 

DISORDER/TYPE: 

Parkinson’s  Disease 

SERVICES  OFFERED: 

Referrals/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Chapter  Organization 

Patient  Handbook 

Library 

Citizen  Advocacy 

★★★★★A***************************************************'*'*** 


ORGANIZATION  NAME: 

Pediatric  Support  Group  for  Ostomy  Patients 
and  Colon  Disorders 

ADDRESS: 

11385  Cedarbrook  Road 

Roscoe,  IL  61073 

PHONE: 

(815)  623-8034 

CONTACT: 

Jacalyn  Russell 

DISORDER/TYPE: 

Ostomy 

SERVICES  OFFERED: 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 
Meetings/Conferences 
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************************************************************* 


ORGANIZATION  NAME:  Pilot  Parents  Partnerships 


ADDRESS: 

2150  East  Highland  Ave. 

No.  105 

Phoenix,  AZ  85016 

PHONE: 

(602)  468-3001 
(800)  237-3007  AZ 

CONTACT: 


DISORDER/TYPE: 

Developmental  Disabilities 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Professional  Publications 

Chapter  Organization 

Library 

COMMENTS: 

Information  available  in  Spanish. 
************************************************************* 

ORGANIZATION  NAME:  Pilot  Parents(ARC-Austin) 


ADDRESS: 

2818  San  Gabriel 

Austin,  TX  78705 

PHONE: 

(512)  478-7044 

CONTACT: 

Elaine  St.  Marie,  Casemanager 

DISORDER/TYPE: 

Chronic  Illness 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsl etter/Bul let  in 

Support  Group  (Patient/Parent) 

Meetings/Conferences 

COMMENTS: 

Pilot  parent  provides  one  to  one  emotional  support  for  parents  of  children  with 
special  needs.  A  monthly  support  group,  newsletter  and  information  on  resources 
is  also  available.  There  is  no  charge  for  any  of  the  services  provided. 
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************************************************************* 


ORGANIZATION  NAME: 

Polycystic  Kidney  Research 
Foundation 

ADDRESS: 

922  Walnut 

Kansas  City,  MO  64106 

PHONE: 

(816)  421-1869 

CONTACT: 

Wendy  Rueb,  Program  Coordinator 

DISORDER/TYPE: 

Kidney  Disorders 

SERVICES  OFFERED: 

Education 

Public  Awareness 
Newsletter/Bulletin 

Support  Group  (Patient/Parent) 
Research 

Professional  Publications 
Patient  Handbook 
Meetings/Conferences 

Grants 
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************************************************************* 


ORGANIZATION  NAME:  Prader-Willi  Syndrome 


ADDRESS: 

6490  Excelsior  Boulevard 

E- 102 

St.  Louis  Park,  MN  55426 

PHONE: 

(612)  926-1947 

CONTACT: 

Tere  Schaefer 

DISORDER/TYPE: 

Prader-Willi  Syndrome 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

Citizen  Advocacy 

Grants 

COMMENTS: 

PWSA  is  a  national  organization  which  serves  as  a  center  for  communication  for 
interested/concerned  persons, dedicated  to  the  sharing  of  experiences  and 
development  of  facilities  for  the  Prader-Willi  syndrome. 


************************************************* ************ 


ORGANIZATION  NAME: 

Reflex  Sympathetic  Dystrophy 

Syndrome  Association 

ADDRESS: 

332  Haddon  Ave.,  Suite  C 

Haddonfield,  NJ  08033 

PHONE: 

(609)  428-6510 
(609)  858-6553 

CONTACT: 

Jean  Jacobson 

DISORDER/TYPE: 

Reflex  Sympathetic  Dystrophy 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Patient  Handbook 

Grants 

************************************************************* 


ORGANIZATION  NAME: 

Registry  of  Interpreters  for  the  Deaf,  Inc 

ADDRESS: 

8719  Colesville  Road,  Suite  310 

Silver  Spring,  MD  20910 

PHONE: 

301-608-0050  (V/TDD) 

CONTACT: 


DISORDER/TYPE: 

Hearing  Impaired 

SERVICES  OFFERED: 

Referral s/Recommendations 

Public  Awareness 

Newsletter/Bul letin 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Meetings /Conferences 

COMMENTS: 

Career  and  consumer  information  available  free  of  charge. 
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************************************************************* 
ORGANIZATION  NAME:  Retinitis  Pigmentosa  Foundation 


ADDRESS: 

Houston/Gulf  Coast  Affiliate 

P.0.  Box  19395 

Houston,  TX  77224 

PHONE: 


CONTACT: 

Robert  D.  Cleveland 

DISORDER/TYPE: 

Retinitis  Pigmentosa 

SERVICES  OFFERED: 

Referral s/Recommendations 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Meetings/Conferences 

COMMENTS: 

Dedicated  to  finding  the  cause,  cure  &  treatment  for  retinitis  pigmentosa, 
usher’s  syndrome,  macular  degeneration  &  allied  retinal  degenerative 
diseases. 

************************************************************* 


ORGANIZATION  NAME: 

Robert  and  Beverly  Freeman 

ADDRESS: 

6801  Nashville  Avenue 

Lubbock,  TX  79413 

PHONE: 

(806)  797-6060 

CONTACT: 


DISORDER/TYPE: 

Down  Syndrome 
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************************************************************* 


ORGANIZATION  NAME:  Rubinstein  Taybi  Syndrome 


ADDRESS: 

Parent  Group 

414  East  Kansas 

Smith  Center,  KS  66967 

PHONE: 

(913)  282-6237 

CONTACT: 

Lorrie  and  Garry  Baxter 

DISORDER/TYPE: 

Rubinstein  Taybi  Syndrome 

SERVICES  OFFERED: 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Meetings/Conferences 

COMMENTS: 

We  provide  contact  for  the  families  who  have  children  diagnosed  with  Rubinstein 
Taybi  Syndrome. 

************************************************************* 

ORGANIZATION  NAME:  S.H.A.R.E. 


ADDRESS: 

3534  Avenue  B 

San  Antonio,  TX  78209 

PHONE: 

(512)  822-4135 

CONTACT: 

Constance  L.  Clear,  AM,  ACSW,  CSW-ACP 

DISORDER/TYPE: 

Pregnancy  Loss 

SERVICES  OFFERED: 

Publ ic  Awareness 

Support  Group  (Patient/Parent) 

Patient  Handbook 

Library 

COMMENTS: 

Support  group  for  parents  who  have  lost  babies  through  miscarriage,  stillbirth 
and  newborn  death. 
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************************************************************* 


ORGANIZATION  NAME: 

San  Antonio  Huntington’s  Disease 
Support  Group 

ADDRESS: 

4215  Flint  Hill 

San  Antonio,  TX  78230 

PHONE: 

.  (512)  225-5893 
(512)  691-0047 

CONTACT: 

Ruth  Johnson,  President 

DISORDER/TYPE: 

Huntington’s  Disease 

SERVICES  OFFERED: 

Support  Group  (Patient/Parent) 

Meetings /Conferences 

************************************************************* 


ORGANIZATION  NAME: 

Scoliosis  Association,  Inc. 

ADDRESS: 

P.O.  Box  51353 

Raliegh,  NC  27609 

PHONE: 

(919)  846-2639 

CONTACT: 

Barbara  M.  Shulman,  President 

DISORDER/TYPE: 

Scol iosi s 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bul letin 

Support  Group  (Patient/Parent) 

Research 

Chapter  Organization 

Meetings /Conferences 
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************************************************************* 
ORGANIZATION  NAME:  Self  Help  for  Hard  of  Hearing  People,  Inc. 


ADDRESS: 

7800  Wisconsin  Avenue 

Bethesda,  MD  20814 

PHONE: 

301-657-2248  (V) 

301-657-2249  (TDD) 

CONTACT: 

Brenda  Battat,  Deputy  Executive  Director 

DISORDER/TYPE: 

Hearing  Impaired 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Camping 

************************************************************* 
ORGANIZATION  NAME:  Sibling  Information  Network 


ADDRESS: 

The  A.  J.  Pappanikou  Center 

991  Main  Street 

East  Hartford,  CT  06108 

PHONE: 

(203)  282-7050 

CONTACT: 

Lisa  G1 idden 

DISORDER/TYPE: 

Developmental  Disabilities 

COMMENTS: 

Serves  as  a  clearinghouse  of  information,  ideas,  projects,  literature,  and 
research  regarding  siblings  and  other  issues  related  to  the  needs  of  families 
with  disabled  members.  The  network  helps  its  membership  through  the  central 
dissemination  of  materials  and  by  establishing  linkages  among  members  with 
common  interests. 
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************************************************************* 


ORGANIZATION  NAME: 

Sickle  Cell  Anemia  Association  of 

Texas,  Inc. 

ADDRESS: 

617  Seventh  Avenue,  Suite  402 

P.O.  Box  3 

Ft.  Worth,  TX  76104 

PHONE: 

(817)  332-5300 

CONTACT: 

Fontainette  Woods,  R.N.,  Exec.  Director 

DISORDER/TYPE: 

Sickle  Cell  Disease 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsl etter/Bul 1 etin 

Support  Group  (Patient/Parent) 
Professional  Publications 

Patient  Handbook 

Camping 

Meetings/Conferences 

School 

Citizen  Advocacy 

Schol arships 
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************************************************************* 
ORGANIZATION  NAME:  Sickle  Cell  Association  of  the  Texas  Gulf 


Coast 

ADDRESS: 

2626  S.  Loop  West 

Suite  245 

Houston,  TX  77054 

PHONE: 

(713)  666-0300 

CONTACT: 

Rebecca  Jasso,  Executive  Director 

DISORDER/TYPE: 

Sickle  Cell  Disease 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Publ ic  Awareness 

Newsl etter/Bull et i n 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Camping 

Meetings/Conferences 

Citizen  Advocacy 

★************************************************************ 


ORGANIZATION  NAME: 

Sjogren’s  Syndrome  Foundation,  Inc. 

ADDRESS: 

382  Main  Street 

Port  Washington,  NY  11050 

PHONE: 

(516)  967-2866 

FAX  (516)  767-7156 

CONTACT: 

Elaine  K.  Harris 

DISORDER/TYPE: 

Sjogren’s  Syndrome 

SERVICES  OFFERED: 

Referral s/Recommendaticns 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

Schol arships 

Grants 

92 


************************************************************* 


ORGANIZATION  NAME:  Soto  Syndrome  Support  Association 


ADDRESS: 

C/O  John  Teeple 

4686  Vinton  Street 

Omaha,  NE  68106 

PHONE: 

(402)  556-2445 

CONTACT: 

John  Teeple 

DISORDER/TYPE: 

Soto’s  Syndrome 

SERVICES  OFFERED: 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Meetings /Conferences 

************************************************************* 

ORGANIZATION  NAME:  South  Texas  Comprehensive  Hemophilia  Center 


ADDRESS: 

519  W.  Houston  Street 

San  Antonio,  TX  78207 

PHONE: 

(512)  228-2191 

CONTACT: 

Marie  Ramirez,  R.N. 

DISORDER/TYPE: 

Hemophil ia 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Camping 

Meetings/Conferences 

93 


******************************************** ***************** 


ORGANIZATION  NAME:  Spina  Bifida  Association  of 


America 

ADDRESS: 

1700  Rockville  Pike 

Suite  250 

Rockville,  MD  20852-1654 

PHONE: 

(800)  621-3141 
(301)  770-7222 

CONTACT: 

Cathy  Hartnett 

DISORDER/TYPE: 

Spina  Bifida 

SERVICES  OFFERED: 

Referral s/Recommendations 
Education 

Publ ic  Awareness 

Newsletter/Bul letin 

Support  Group  (Patient/Parent) 
Research 

Professional  Publications 
Chapter  Organization 
Meetings/Conferences 

Schol arships 
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************************************************************* 


ORGANIZATION  NAME: 

Spina  Bifida  Association  of  Dallas 

ADDRESS: 

P.O.  Box  461391 

Garland,  TX  75046-1391 

PHONE: 

(214)  271-9222 
(214)  278-1496 

CONTACT: 

Gaye  Morrison,  President 

DISORDER/TYPE: 

Spina  Bifida 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 
Professional  Publications 

Chapter  Organization 

Camping 

Meetings/Conferences 

Library 

Citizen  Advocacy 

Scholarships 

************************************************************* 


ORGANIZATION  NAME: 

Spina  Bifida  Association  of  Texas 
of  San  Antonio 

ADDRESS: 

254  Carmen 

San  Antonio,  TX  78207 

PHONE: 

(512)  434-6150 

CONTACT: 

Vangie  Corrales 

DISORDER/TYPE: 

Spina  Bifida 

SERVICES  OFFERED: 

Clinical  Resources 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Chapter  Organization 
Meetings/Conferences 

Library 

Scholarships 
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************************************************************* 


ORGANIZATION  NAME:  Sturge-Weber  Foundation 


ADDRESS : 

P.O.  Box  460931 

Aurora,  CO  80046 

PHONE: 

(303)  360-7290 

i 

CONTACT: 

Karen  and  Kirk  Ball 

DISORDER/TYPE: 

Sturge-Weber  Syndrome  &  Port  Wine  Stains 

SERVICES  OFFERED: 

Ref erral s/Recommendat i ons 

Education 

Newsl etter/Bull et 1 n 

Support  Group  (Patient/Parent) 

Research 

Meetings/Conferences 

************************************************************* 
ORGANIZATION  NAME:  Support  Group  for  Monosomy  9P 


ADDRESS : 

43304  Kipton  Nickle  Plate  Road 

La  Grange,  OH  44050 

PHONE: 

(216)  775-4255 

CONTACT: 

Jonathan  or  Sachiko  Storr 

DISORDER/TYPE: 

Monosomy  9P 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Support  Group  (Patient/Parent) 
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************************************************************* 


ORGANIZATION  NAME:  Support  Organization  for  Trisomy 

18,13  and  Other  Related  Disorders 

ADDRESS:  49  Rockwood  Forest 

St.  Louis,  MO  63025 

PHONE:  (314)  938-6471 


CONTACT:  Steve  and  Peggy  Cantrell 

DISORDER/TYPE:  Trisomy  13  and  18 

SERVICES  OFFERED:  Public  Awareness 

Newsletter/Bulletin 
Support  Group  (Patient/Parent) 
Chapter  Organization 
Meetings/Conferences 


************************************************************* 


ORGANIZATION  NAME:  Texas  Association  of  Retinitis 

Pigmentosa 


ADDRESS: 

PHONE: 

CONTACT: 

DISORDER/TYPE: 


P.0.  Box  8388 

Corpus  Christi,  TX  78468-0388 
(512)  852-8515 
Dorothy  H.  Stiefel,  A.A.S. 
Retinitis  Pigmentosa/Usher  syndrome 


SERVICES  OFFERED:  Referrals/Recommendations 

Education 
Public  Awareness 
Newsletter/Bulletin 
Professional  Publications 


COMMENTS: 

Major  purpose  components:  Provide  information,  referral,  advocacy  and 
one-on-one  emotional  support  by  telephone  and/or  by  visitation.  The  above  has 
been  corrected  as  shown. 
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************************************************************* 


ORGANIZATION  NAME: 

Texas  Central  Chapter 

National  Hemophilia  Foundation 

ADDRESS: 

3500  Oak  Lawn  Avenue,  Suite  210 

Dallas,  TX  75219 

PHONE: 

(214)-520-9600 

CONTACT: 

William  L.  McKinney 

DISORDER/TYPE: 

Hemophilia 

SERVICES  OFFERED: 

Referrals/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Professional  Publications 

Chapter  Organization 

Camping 

Meetings/Conferences 

COMMENTS : 

Chapter  works  closely  with  the  Hemophilia  Treatment  Centers  at  Children’s 
Medical  Center  and  Parkland  Hospital,  Dallas. 

************************************************************* 


ORGANIZATION  NAME: 

Texas  Council  of  Community  MHMR 

Centers,  Inc. 

ADDRESS: 

8140  North  MOPAC 

West  Park,  Building  3 

Suite  240 

Austin,  TX  78759 

PHONE: 

(512)  794-9268 
(512)  794-9269 

CONTACT: 

Spencer  F.  McClure,  Executive  Director 

DISORDER/TYPE: 

Developmental  Disabilities 

SERVICES  OFFERED: 

Education 

Public  Awareness 

Newsletter/Bulletin 

Citizen  Advocacy 
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************************************************************* 


ORGANIZATION  NAME:  Texas  Respite  Resource  Network 


ADDRESS: 

The  Children’s  Hospital 

Ambulatory  Care  Center 

Station  A 

Post  Office  Box  7330 
-  San  Antonio,  TX  78285 

PHONE: 

(512)  228-2794 

CONTACT : 

Milton  Cassidy 

DISORDER/TYPE: 

All 

************************************************************* 
ORGANIZATION  NAME:  Texas  Spina  Bifida  Association  - 


ADDRESS: 

San  Antonio  Chapter 

Santa  Rosa  Medical  Center 

P.0.  Box  7330,  Station  A 

San  Antonio,  TX  78285 

PHONE: 

(512)  699-3911 

CONTACT: 

Sylvia  Lopez  A.C.S.W  (Parent/Patient  Gr) 

DISORDER/TYPE: 

Spina  Bifida 

SERVICES  OFFERED: 

Clinical  Resources 
Referrals/Recommendations 

Education 

Public  Awareness 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Professional  Publications 
Meetings/Conferences 

Library 

COMMENTS: 

Clinic  Appointments.  Contact  -  Patricia  Solis,  R.N  (512-228-2386) 
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************************************************************* 


ORGANIZATION  NAME:  Thrombocytopenia  Absent  Radius 

Syndrome  Association 

ADDRESS:  312  Sherwood  Drive 

RD  #1 

Linwood,  NJ  08221 


PHONE: 

CONTACT: 
DISORDER/TYPE: 
SERVICES  OFFERED: 


(609)  927-0418 

Edward  and  Sandra  Purinton 

Thrombocytopenia  Absent  Radius 

Referrals/Recommendations 
News! etter/Bull eti n 


************************************************************* 


ORGANIZATION  NAME:  Tourette  Syndrome  Association,  Inc. 

ADDRESS:  42-40  Bell  Boulevard 

Bayside,  NY  11361 

PHONE:  1-800-237-0717 


CONTACT:  Jared  Bernstein,  C.S.W. 

DISORDER/TYPE:  Tourette  Syndrome 

SERVICES  OFFERED:  Referrals/Recommendations 

Education 
Public  Awareness 
Newsl etter/Bull eti n 
Support  Group  (Patient/Parent) 

Research 

Professional  Publications 
Chapter  Organization 
Patient  Handbook 
Meetings/Conferences 
Library 

Citizen  Advocacy 
Grants 

COMMENTS: 

The  TSA  maintains  a  listing  of  helpful  resources  &  materials  for  families  & 
professionals  who  treat  the  disorder. 
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ORGANIZATION  NAME:  Treacher  Collins  Foundation 

i  * 

ADDRESS: 

P.0.  Box  683 
Norwich,  VT  05055 

PHONE: 

CONTACT:  Hope  Charkins-Drazin  Executive  Director 

DISORDER/TYPE:  Treacher  Collins  Syndrome 


SERVICES  OFFERED:  Referrals/Recommendations 

Newsletter/Bulletin 
Professional  Publications 
Library 


ORGANIZATION  NAME:  Turner’s  Syndrome  Society 


ADDRESS: 


PHONE: 
CONTACT : 


York  University 

Administrative  Studies  Building  #006 
4700  Keel  Street 

Donsview  Ontario,  Canada  M3J  1P3 
(416)  736-5023 
Sandi  Hofbauer 


DISORDER/TYPE:  Turner’s  Syndrome 

SERVICES  OFFERED:  Referrals/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Professional  Publications 

Chapter  Organization 

Camping 

School 
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************************************************************* 

ORGANIZATION  NAME:  Turners  Syndrome  Society  -  North  TX  Chapter 


ADDRESS: 

2100  W.  Northwest  Hwy. 

Suite  1123 

Grapevine,  TX  76051 

PHONE: 

(817)  431-1352 

CONTACT: 

David  Walker 

DISORDER/TYPE: 

Turner’s  Syndrome 

SERVICES  OFFERED: 

Referral s/Recommendations 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Chapter  Organization 

Meetings/Conferences 

COMMENTS: 

Local  organization  associated  with  the  Turner’s  Syndrome  of  the  United  States. 
************************************************************* 

ORGANIZATION  NAME:  United  Leukodystrophy  Foundation, 


ADDRESS: 

Inc. 

2304  Highland  Drive 

Sycamore,  IL  60178 

PHONE: 

(815)  895-3211 
(800)  728-5483 

CONTACT: 

Ron  or  Paula  Brazeal 

DISORDER/TYPE: 

Leukodystrophy 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Benefits  (equipment/financial) 

Support  Group  (Patient/Parent) 

Research 

Meetings/Conferences 

Grants 
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************************************************************* 


ORGANIZATION  NAME:  United  Scleroderma  Foundation,  Inc. 


(USF) 

ADDRESS: 

P.  0.  Box  399 

Watsonville,  CA  95077-0399 

PHONE: 

(408)  728-2202 

CONTACT : 

Diane  Williams 

DISORDER/TYPE: 

Scleroderma 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Professional  Publications 

Chapter  Organization 

Patient  Handbook 

Meetings/Conferences 

Schol arships 

Grants 

************************************************************* 

•  .  r  .  i  '  5?  1  •*$« 

ORGANIZATION  NAME:  William’s  Syndrome  Association 


ADDRESS: 

P.0.  Box  3297 

Ballwin,,  MO  63022-3297 

PHONE: 

(314)  227-4411 

CONTACT: 

Dana  Vouga,  National  Chairperson 

DISORDER/TYPE: 

William’s  Syndrome 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 

Research 

Patient  Handbook 

Meetings/Conferences 

Library 

COMMENTS: 

Video  library  available. 
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************************************************************* 


ORGANIZATION  NAME: 

Wilson’s  Disease  Association 

ADDRESS: 

P.O.  Box  75324 

Washington,  DC  20013 

PHONE: 

(703)  636-3003 
(703)  636-3014 

CONTACT: 

Carol  A.  Terry 

DISORDER/TYPE: 

Wilson’s  Disease 

SERVICES  OFFERED: 

Referral s/Recommendations 

Education 

Public  Awareness 

Newsletter/Bulletin 

Support  Group  (Patient/Parent) 
Meetings/Conferences 

Citizen  Advocacy 

104 


PLEASE  USE  THIS  FORM  TO  MAKE  CORRECTIONS  AND  ADDITIONS  TO  THE  SUPPORT  DIRECTORY.  MAIL  THE 
COMPLETED  FORM  TO: 

TEXAS  DEPARTMENT  OF  HEALTH  FOR  PHONE  INQUIRIES  CALL: 

BUREAU  OF  MATERNAL  AND  CHILD  HEALTH  (512)  458-7700 

TEXGENE  COORDINATING  OFFICE 
1100  WEST  49TH  STREET 
AUSTIN,  TEXAS  78756-3199 


CHOOSE  ONE:  ADDITION  CORRECTION 


ORGANIZATION  NAME: _ 

ADDRESS:  _ 

CITY: _ STATE _  ZIP 

PHONE  NUMBER(S):  < _ ) _ - _  ( _ ) _ - _ 

CONTACT  PERSON(S) :  _  TITLE _ 

_  TITLE  _ 


SPECIFIC  DISORDER(S) : _ 

GEOGRAPHIC  AREA  SERVED: 

INDICATE  THE  CATEGORIES  OF  DISORDERS, 
ORGANIZATION: 

_ AUDITORY 

_ CANCER 

_ CARDIOVASCULAR 

_ CHROMOSOMAL 

_ CONNECTIVE  TISSUE 

_ CRANIOFACIAL 

_ DEVELOPMENTAL  DISABILITY 

_ GASTROINTESTINAL 

_ GENERAL 

_ HEMATOLOGIC 

_ IMMUNOLOGIC 

_ OTHER  (Specify) 

INDICATE  THE  SERVICES 

_ CLINIC  SERVICES 

_ REFERRALS 

_ EDUCATION 

_ NEWSLETTER 

_ BENEFITS 

_ AWARENESS 

CITIZEN  ADVOCACY 


IN  ORDER  OF  PREVALENCE,  THAT  ARE  SUPPORTED  BY  YOUR 
KIDNEY 

MENTAL  HEALTH 
METABOLIC 
MULT  I  HAND  I  CAPPED 
MUSCULO-SKELETAL 
NEUROLOGIC 
NEUROMUSCULAR 
PREGNANCY  AND  INFANT  LOSS 
SHORT  STATURE 
SKIN 
VISUAL 


OFFERED  BY  YOUR  ORGANIZATION: 

_ LOCAL  CHAPTERS  _ 

_ HANDBOOK  _ 

_ CAMPING  _ 

_ SCHOOL  _ 

_ LIBRARY  _ 

_ MEETINGS  &  CONFERENCES 

_ OTHER  (Specify)  _ 


PUBLICATIONS 
GRANTS 
RESEARCH 
SCHOLARSHIPS 
SUPPORT  GROUPS 


ATTACH  ADDITIONAL  INFORMATION  OR  COMMENTS  IF  NECESSARY 


PLEASE  USE  THIS  FORM  TO  MAKE  CORRECTIONS  AND  ADDITIONS  TO  THE  SUPPORT  DIRECTORY.  MAIL  THE 
COMPLETED  FORM  TO: 

TEXAS  DEPARTMENT  OF  HEALTH  FOR  PHONE  INQUIRIES  CALL: 

BUREAU  OF  MATERNAL  AND  CHILD  HEALTH  (512)  458-7700 

TEXGENE  COORDINATING  OFFICE 
1100  WEST  49TH  STREET 
AUSTIN,  TEXAS  78756-3199 


CHOOSE  ONE: 


ADDITION 


CORRECTION 


ORGANIZATION  NAME:. 

ADDRESS:  _ 

CITY: 


STATE 


ZIP 


PHONE  NUMBER(S) :  (. 
CONTACT  PERSON(S) : 


(. 


TITLE. 

TITLE 


SPECIFIC  DISORDER(S): 


GEOGRAPHIC  AREA  SERVED: 


INDICATE  THE  CATEGORIES  OF  DISORDERS,  IN  ORDER  OF  PREVALENCE,  THAT  ARE  SUPPORTED  BY  YOUR 
ORGANIZATION: 


_AUD I  TORY 
_CANCER 

.CARDIOVASCULAR 

.CHROMOSOMAL 

.CONNECTIVE  TISSUE 

.CRANIOFACIAL 

.DEVELOPMENTAL  DISABILITY 

.GASTROINTESTINAL 

.GENERAL 

.HEMATOLOGIC 

.IMMUNOLOGIC 

.OTHER  (Specify)  _ 


.KIDNEY 

.MENTAL  HEALTH 
.METABOLIC 
.MULT  I  HAND  I  CAPPED 
.MUSCULO-SKELETAL 
.NEUROLOGIC 
.NEUROMUSCULAR 
.PREGNANCY  AND  INFANT  LOSS 
.SHORT  STATURE 
.SKIN 
VISUAL 


INDICATE  THE  SERVICES  OFFERED  BY  YOUR  ORGANIZATION: 


.CLINIC  SERVICES 
.REFERRALS 
.EDUCATION 
NEWSLETTER 
.BENEFITS 
.AWARENESS 
CITIZEN  ADVOCACY 


.LOCAL  CHAPTERS  _ 

.HANDBOOK  _ 

.CAMPING  _ 

.SCHOOL  _ 

.LIBRARY  _ 

.MEETINGS  &  CONFERENCES 
.OTHER  (Specify)  _ _ 


PUBLICATIONS 
GRANTS 
RESEARCH 
SCHOLARSHIPS 
SUPPORT  GROUPS 


ATTACH  ADDITIONAL  INFORMATION  OR  COMMENTS  IF  NECESSARY 
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